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ABSTRACT
Children with Autism Spectrum Disorder (ASD) often require additional support,
compared to their neurotypical peers. Caregivers of individuals with ASD frequently report
mental health impacts including high stress, as well as the need for familial support. While
literature exists around grandparents raising children with ASD, the researcher was unable to
identify studies regarding the complex care relationship between mothers and maternal
grandmothers as co-caregivers for an elementary-aged child with ASD. Therefore, the
researcher conducted a phenomenological study to contribute to the literature on the experiences
of mothers and maternal grandmothers as co-caregivers for an elementary-aged child with ASD.
The researcher recruited eight mother and maternal grandmother dyads (n=16) and conducted a
series of semi-structured interviews with the participants. The first interview with the mother, the
second interview with the maternal grandmother, and the final interview with the mother and
maternal grandmother, together. The overall phenomenon of co-caregiving originated from
themes from interviews with mothers, maternal grandmothers, dyads, and photo-elicitation
methods. The overall phenomenon of the lived experiences of mothers and MGMs emerged as a
dynamic yet supportive relationship of mutual respect in their roles as co-caregivers of an
elementary-aged child with ASD. Implications for practice and recommendations are provided,
based upon the research of these eight dyads, for consideration of further supports for other
mothers and maternal grandmothers of children with ASD.
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CHAPTER ONE: INTRODUCTION
Autism Spectrum Disorder (ASD) is a neurodevelopmental diagnosis impacting multiple
aspects of daily life, including challenges with adaptive behaviors. Based on research collected
by The Autism and Developmental Disabilities Monitoring Network (Maenner et al., 2021), the
prevalence rate of ASD has increased from 1 in 54 to 1 in 44 in 2016 (Centers for Disease
Control and Prevention (CDC), 2020). With prevalence of ASD increasing, researchers and
educators seek to understand how to best support families of children with ASD (Hodges et al.,
2020; Saggers et al., 2019). This research study addresses a gap within the literature related to
mothers and MGMs co-caregiving for an elementary-aged child with ASD.
For decades, research has focused on the familial impact of raising a child with ASD
(Bebko et al.,1987; Critchley et al., 2021; Johnson et al., 2011). More specifically, researchers
investigating caregivers of individuals with ASD reference increased levels of stress and anxiety
(Bonis, 2016; Craig et al., 2016; Hayes & Watson, 2013; Nordahl-Hansen et al., 2018).
Moreover, parents of children with ASD frequently report feelings of depression and loneliness
(Cohrs & Leslie, 2017; Marshall et al., 2018; Schnabel, Hallford et al., 2020; Schnabel, Youssef
et al., 2020). Thus, the experience of serving as a caregiver for a child with ASD carries social
and emotional challenges (Keenan et al., 2016; Tathgur et al., 2021).
Dynamic systems of care exist among family members (Crosnoe et al., 2014). When
family members share and divide the caregiving roles for children with ASD, additional
challenges arise including variance among behavioral, social, and household expectations. In a
review of behavioral strategies to support transitions, Sevin and colleagues (2015) noted children
with ASD benefit from consistent expectations and routines across settings and caregivers. In a
1

maternal well-being study of nine mothers of children with disabilities, Larson (2006) found that
interruptions within daily routines increased anxiety of mothers and children with ASD.
While studies of grandparents of children with ASD exist (Engstrand et al., 2020;
Hillman et al., 2017; Hillman & Anderson, 2019; Prendeville & Kinsella, 2019; Sullivan et al.,
2012), limited researchers discuss multifaceted and multigenerational families sharing of the
caretaking responsibilities for children with ASD. The researcher in this current study seeks to
investigate the phenomenon of mothers and maternal grandmothers (MGMs) sharing in
caretaking responsibilities for an elementary-aged child with ASD, hereby referred to as “child
with ASD” for the remainder of the dissertation.
Autism Spectrum Disorder
As the population of individuals diagnosed with ASD continues to increase (Centers for
Disease Control and Prevention, 2020), families are faced with a unique set of challenges in
learning how to navigate the diagnoses and the accompanying characteristics. Specifically,
children with ASD face challenges in social-emotional reciprocity and communication, display
restrictive/repetitive interests, and experience sensory sensitivities or aversions (American
Psychiatric Association (APA), 2013). Additionally, some children with ASD exhibit
maladaptive behaviors, such as aggression towards others, destruction of property, or tantrum
behaviors (Bultas et al., 2016). Comorbid medical, academic, and behavioral diagnoses are
common amongst individuals with ASD, which further complicates their plan of care and
intervention (Tye et al., 2019). Collectively, comorbid conditions, such as those present in ASD,
are noted by researchers to correlate with familial stress (Miranda et al., 2015; Sim et al., 2018).
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Diagnostic Criteria
Further exacerbating the burden on families is that every child with ASD goes through a
process to receive their initial diagnosis (CDC, 2020). To receive a medical diagnosis of ASD,
families usually seek an evaluation from either a developmental or behavioral pediatrician,
psychiatrist, or a pediatric neurologist (National Institute of Mental Health, n.d.). Other than a
medical diagnosis, students also are evaluated through the school system to determine if they
qualify for academic services under the eligibility of ASD (Center for Parent Information and
Resources, 2021). While receiving a diagnosis of ASD allows parents and providers to gain a
well-rounded view of the child, the potential for parental and caregiver stress occurring before
diagnosis (Bernie et al., 2021) is typically further exacerbated with multiple stakeholders,
services and roles shifting.
Statement of the Problem
According to the CDC (2020), autism diagnosis rates are increasing. Simultaneously,
parents and caregivers of individuals with ASD cite a higher level of stress compared to parents
of neurotypical children or children with other diagnoses (Postorino et al., 2019). This level of
stress varies by parental roles (McDonnell et al., 2019). With the increasing diagnostic rates of
ASD and more grandparents serving as primary caregivers, the field could benefit from further
exploration into the dynamic relationships between co-caregivers, such as mothers and MGMs.
A gap exists within the current autism research related to matrilinear dyadic-aligned caregiving
of children with ASD.
A 2013 study conducted by Allen and colleagues illuminated the difference between
stress perception in mothers and fathers of children with ASD. Mothers reported higher stress
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perception compared to fathers, as noted by questionnaires. Results of an online survey of 169
working mothers referenced “mothering norms” and the “pressure to be a perfect mother” due to
societal expectations and gender roles placed on women in Western society (Meeussen & Van
Laar, 2018). Through reported interviews, cortisol analyses, daily diaries, scales, and
questionnaires, mothers of children with ASD reported feeling stress including PTSD, anxiety,
depression, isolation and caregiver burnout (Halstead et al., 2018; Kiami & Goodgold, 2017;
McAuliffe et al., 2019; Seltzer et al., 2010; Schnabel, Hallford et al., 2020). The stress level of
parents is well substantiated, but the potential stress and response of grandparent caregivers is
emerging (Harris et al., 1985; Margetts et al., 2006; Hillman et al., 2007; Sullivan et al., 2012).
For a variety of reasons, grandparents are increasingly called upon for support raising
their grandchildren. According to the U.S. Census Bureau, 2.7 million grandparents served as
primary caregivers or surrogate parents to grandchildren in 2017. Studies published from other
continents including Australia, Africa, South America, and Asia reference the commonality and
importance of including grandmothers within child rearing and raising (Chung 2020; Meehan,
2005; Zegers & Reynolds, 2022). Liange and colleagues (2021), in China, conducted a
longitudinal study of 96 infants and their families from infancy to school age and examined
dyadic and triadic relationships with mother, grandmother, and grandchild. These researchers
referred to the triadic relationships as “triangular interactions,” and noted supportive coparenting
behaviors between mothers and MGMs occurred more frequently than with paternal
grandmothers (Liange et al., 2021). A study of “grandmothering” referenced “matrilineal bias”
as the tendency of grandchildren to receive more attention and support from MGMs than paternal
grandmothers (Daly & Perry, 2017).
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A need exists for the education field to better understand the relationship between mother
and MGMs co-caregiving within the United States. The current status of the dyadic matrilinear
individual and collective relationships between mothers and MGMs who serve as primary
caregivers of children with ASD is unknown at this time.
Significance of the Study
A gap currently exists in autism related research on the matrilinear dyadic-aligned
caregiving of children with ASD. Therefore, the researcher conducted a phenomenological study
to better understand and illuminate the shared experiences and overall phenomenon (Creswell,
2013; Moustakas, 1994) of mothers and MGMs, co-caregiving for an elementary-aged child with
ASD. The target audience of this study included mothers and MGMs of children with ASD.
With an increase in autism diagnoses (CDC, 2020) and an increase in grandparents as
caregivers, the researcher aimed to gain a deeper understanding of the individual and collective
lived experiences of mothers and MGMs as a dyad, sharing caregiver responsibilities for children
with ASD. Further, the researcher hoped to understand the true essence of the co-caregiving
phenomenon to inform the field about collaboration between mothers and MGMs as they shared
co-caregiving roles for elementary-aged child(ren) with ASD.
Theoretical Framework: Bowen’s Family Systems Theory
The theoretical framework used to guide the analysis of this study is the Family Systems
Theory (FST), which was originally referred to as the “Bowen Family Systems Theory” or
“Bowen Theory.” The FST characterizes families as interconnected, complex systems (Bowen,
1978). While individual connections occur within members of each family, the FST is a
framework for researchers to describe the dynamic interdependence of subsystems within
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families (Cox & Paley, 1997). Actions of individual family members have the potential to impact
the emotions and behaviors of the rest of the family (Bowen, 1978). According to the Bowen
Center for the Study of the Family (n.d.d.), “as anxiety goes up, the emotional connectedness of
family members becomes more stressful than comforting” (para. 2). When one family member is
anxious or stressed, the individual’s emotional state can negatively impact the rest of the family
(Bowen, 1978).
The researcher selected FST as the guiding framework for the study. The researcher
decided to investigate two concepts within FST closely aligned with the study: triangles, and the
multigenerational transmission process. The first concept of triangles focuses on the interrelated
dynamics within a three-person relationships, in this case, between mothers, MGMs and the child
or grandchild with ASD. The second concept, multigenerational transmission emphasizes the
way emotional processes transfer between generations (Bowen, 1978; Keller, 2019; Kerr &
Bowen, 1988). The researcher in this study examined the transmission and transfer occurring
between MGMs and their daughters. The researcher returned to these two concepts within the
FST to guide and build the interview protocols and support the data analyses.
Research Question
To learn more about the experiences of mothers and MGMs and to build a foundation for
future research, the researcher posed a research question. The research question for this study is
as follows:
1. What are the lived experiences of mothers and maternal grandmothers co-caregiving
for an elementary-aged child with ASD?
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Research Design
The researcher conducted a qualitative study using a phenomenological research
approach (Husserl, 1970) in an attempt to understand the phenomenon of co-caregiving between
mothers and MGMs co-caregiving for an elementary-aged child with ASD. Interviews were
conducted with mothers and MGMs (age 18 and older) who were considered caretakers. The
researcher defined caretaking as spending at least 10 waking hours on average, weekly, caring
for an elementary-aged child with a diagnosis of ASD. The researcher, through individual and
collective interviews, discussed with mothers and MGMs their experiences of serving as a
caregiver for their child/grandchild with ASD. The researcher conducted, recorded, and analyzed
responses from semi-structured interviews from both individual interviews with mothers and
MGMs, use of photo-elicitation methods, and a collective interview with the matrilinear dyad of
mother-grandmother together.
Researcher as an Instrument

Qualitative research recognizes the researcher as a valuable instrument, and tool for data
collection and analysis. For more than a decade, I have enjoyed working with children and
families with exceptional needs in a multitude of environments. From working as an Exceptional
Education and inclusion teacher to serving on a multidisciplinary neurodevelopmental diagnostic
team, my work in these diverse settings shaped my passion and expertise. Throughout these
experiences, I have engaged with a variety of family systems and structures while observing the
nuanced dynamics related to care and support of children with disabilities. I provide my own
experience as a teacher, daughter, granddaughter, researcher, and clinician to help the reader
understand my lens in analyzing the multi-layer data collected in this study.
7

As a daughter and granddaughter, I had a clear example of a strong dyad. My mother and
grandmother had an incredible bond. My grandma had a boisterous personality, and my mom has
always been animated and direct. The two of them, together, were hilarious. While they
sometimes got into disagreements, they would always resolve their issues, or agree to disagree.
Grandma spoke her mind, even if others had a different opinion. She was warm and sassy. She
would say, “If you don’t have anything nice to say … come sit next to me.” I was always excited
to visit my grandma, and I remember spending days and nights at her house. She nurtured me
with hugs, jokes, a listening ear, and sometimes, unsolicited advice. My grandma was involved
in all aspects of my life.
For as long as I can remember, I have derived great joy from being with children who
have special needs. My mom, a speech-language pathologist, worked with the pediatric
population throughout my life. I remember joining her on Take Your Child to Work Day. The
students always welcomed me with smiles, and I returned home with a happy feeling.
I was always compassionate and drawn to children with disabilities. In fact, my preschool
teacher recognized me in a school publication for innately comforting a child with emotional
needs in our classroom. As a young child, I used to line up my stuffed animals and dolls, take
attendance, and teach them a lesson. I always knew I wanted to be a teacher, and I was fascinated
by the science of behavior. I told my family that I wanted to teach dogs how to raise their hands,
like children would in school.
I attended a collegiate high school where I took my first college level education course. I
knew I finally found where I belonged. The thought of teaching special education was appealing,
but I was not sure if I was that patient. I volunteered with a non-profit organization in the
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community dedicated to supporting individuals with developmental, communication, and
learning disabilities, as well as with Best Buddies and Special Olympics. I also worked as a
scribe for the office of student accessibility services in college. My job was to take detailed notes
in specific classes for learners receiving academic accommodations in their college courses.
After graduating from high school and earning my associate degree, I continued my
educational journey at a large university in Central Florida. There, I worked as a tutor for the
office of Academic Services for Student Athletes. It was eye opening to recognize the academic
and social/emotional requirements of college athletes, with and without diagnosed learning
needs.
I earned my bachelor’s degree in elementary education in 2011. I began looking for jobs
and recall seeing a position available as a support facilitation teacher for students with ASD. My
volunteer experiences and desire to support others in need of academic and behavioral
interventions flashed before my eyes as I clicked “apply.” Each day was different, and I loved it!
I supported students within inclusive and self-contained classrooms, providing accommodations
and consulting with their teachers. I conducted small-group social skill sessions and became
comfortable understanding and implementing Individualized Education Programs (IEPs).
During the next few years, I continued supporting children in grades K-5 with diagnoses
of ASD and related disabilities. I realized I wanted to further my education in this field and
completed my master’s degree in exceptional student education in 2014. Around that time, I
started volunteering with an organization that provided respite care to families traveling with
children with ASD. I had the opportunity to care for children with ASD on theme park
properties, on excursions, and on cruise ships. I dined with families, joined them poolside, and
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attended events with them. I learned more about the family dynamics of caregivers of children
with ASD. Families vocalized concerns regarding their children’s food sensitivities, difficulties
with transitions, tendency to elope, and other critical issues. I immersed myself in their world
and felt inspired to learn more about their daily challenges.
The next school year, I applied for a special education position. I received a call from an
assistant principal asking if I was interested in teaching students in a general education
classroom. I hesitated for a moment before recognizing the need to support all learners and
remembering that general education classes often are inclusive. I recall meeting my wonderful
students and realizing that many either had IEPs or needed other interventions immediately. I
loved that my students had such diverse needs.
I remember teaching third grade in a Title 1 school in Central Florida. My classroom was
filled with positivity, smiles, and chatter. The students had academic, behavioral, and social
needs. Within my class of 25 students, half had IEPs, two had diagnoses of ASD, and one
student was learning to recognize the letters of the alphabet. Several students were English
Learners.
I recall needing to wear a walkie talkie to call administrators when students needed to
“evacuate” my classroom when a student with ASD became aggressive or engaged in destruction
of property. I remember lining up my students after recess, when a boy with ASD suddenly
began pushing and punching me. I wanted to communicate more frequently with his parents, to
understand more about what was going on at home, to collaborate. I continued focusing on
building rapport and social skills alongside academics, standards, and evaluating student
learning. I wanted to connect on a deeper level with families. As a public-school educator, I was
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not permitted to discuss possible diagnoses, nor was I permitted to dive deeply into my students’
home lives, contact outside agencies, or spend “too much time” on non-academic tasks. I decided
with so many restrictions, I needed a change and wanted to work in a setting where I could
genuinely connect with families.
After several years of teaching, I accepted a position serving individuals through the
lifespan with a diagnosis of ASD. I attended IEP meetings with families. I visited families in
their homes to discuss how to support their children’s challenging behaviors. I observed teachers
in classrooms and provided feedback and support. I was finally able to meet with families, hear
their stories, and refer them to community resources.
I often met with mothers of children with ASD. Sometimes, they shared stories about the
challenges they faced when sending their child to their grandparent’s house. Mothers discussed
the differences in behavioral expectations across settings. As I continued working with this
organization, I met grandmothers who were involved in the care of their grandchildren. I learned
of their desire for additional resources to adequately support their children and grandchildren.
In 2017, I joined a multidisciplinary medical diagnostic assessment team and took on a
broader range of responsibilities. I worked alongside psychologists, speech-language
pathologists, Board Certified Behavior Analysts, social workers, doctors, and other healthcare
providers. I participated in conducting Autism Diagnostic Observation Schedule (ADOS)
assessments, writing reports, and gathering information from families through surveys and
conversations. As part of a multidisciplinary team, we collaboratively discussed potential
diagnoses for the clients, and the doctors would deliver the diagnosis to the family.
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As a clinical case manager, I accompanied families before, during, and after the
diagnosis. Throughout the process, I led social skills groups for children and teenagers with ASD
or for those suspected of having ASD. I had the privilege of leading a parent support group,
mostly filled with mothers of children with ASD. During parent support groups and workshops, I
noticed a substantial presence of mothers and grandmothers. The resilience and strength of these
women captured my interest.
One of the most rewarding parts of my job was conducting 1:1 family support sessions. I
noticed once again that mothers and grandmothers attended the sessions together, often
requesting strategies to assist with challenging behaviors. Mothers and grandmothers engaged in
dialogue about their child or grandchild’s behaviors. Some mother and grandmother dyads were
very much in alignment with their consistency of interventions, while others verbally disagreed
with one another. These observations inspired my curiosity about the individual and collective
experiences of mothers and grandmothers caring for their children with ASD, leading to the
current research question in this study.
I recognize my personal experiences of my own family background along with my
teaching and clinical experiences impact my view as a researcher. My desire to hear the stories
of mothers and MGMs as co-caregiving for a child with ASD fueled my interest in this study.
Over the past decade, I spent a significant amount of time with families of children with ASD.
From schools to doctor’s appointments to cruise ships, I have witnessed how families come
together to support their child or grandchild. The purpose of this study was to examine the lived
experiences of mother-MGM dyads, to better inform the field of potential supports for
caregivers, as well as to build a foundation for further research in this area.
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Assumptions of the Study
Since the onset of the COVID-19 pandemic, videoconferencing increasingly has become
an important mode of communication for an array of professions (Connolly et al., 2021;
Jiménez-Rodríguez et al., 2020) and operates as an integral method of data collection for
qualitative research (Gray et al., 2020). The researcher asked participants to connect to the
researcher for their semi-structured interviews via Zoom from their preferred environments.
Participants connected for the Zoom interview in a comfortable space to share their thoughts and
feelings. Based on inclusion criteria, participants of the semi-structured interviews who
consented self-identified as either mothers or MGMs of a child with ASD.
List of Terms and Definitions
Autism Spectrum Disorder
Autism Spectrum Disorder (ASD) is a developmental diagnosis characterized by
“persistent deficits in social communication and social interaction,” as well as “restricted,
repetitive patterns of behavior, interests, or activities” (APA, 2013, p. 31). Based on the updates
to the DSM-V, individuals who previously received a diagnosis of Autistic Disorder, Asperger’s
Disorder, or PDD-NOS are now classified with a diagnosis of autism spectrum disorder (APA,
2013).
Academic Eligibility
A student may become eligible for special education services if through assessment and
evaluation, they meet criteria for one of 13 diagnoses covered by Individuals with Disabilities
Education Act (2004). Once receiving a diagnosis, the disability must be determined to impact
the student’s performance within the academic setting to be eligible for services
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Co-Caregiving
The prefix co means with: together: joint: jointly (Merriam-Webster, n.d., para.1). For
purposes of this study, co-caregiving is defined as the act of multiple parties caring for an
individual together, or with joint/shared roles.
Individuals with Disabilities Education Act (IDEA)
IDEA is a piece of legislation previously known as the Education for All Handicapped
Children Act. Key components of IDEA include access to free, appropriate public education
services including individualized programs for children with special needs (IDEA, 1997; 2004)
Lived experiences
Lived experiences refers to “Personal knowledge about the world gained through direct,
first-hand involvement in everyday events rather than through representations constructed by
other people” (Oxfordreference.com, n.d., para. 1).
Medical Diagnosis
An individual may receive a medical diagnosis based on the DSM-V and/or the
International Classification of Diseases 10th Revision (World Health Organization, 2019) codes
to identify ASD.
Maternal Grandmother
For purposes of this study, a MGM refers to the mother of a child with ASD’s mother.
Matrilinear Dyads
As matrilinear refers to the female lineage (Merriam-Webster, n.d., para.1), a matrilinear
dyad includes two females descending from the same lineage. For purposes of this study,
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matrilinear dyads consist of the pairing of one mother with one MGM, both with caregiving roles
to a child with ASD.
Mother
A mother is a woman “who gives birth or who has the responsibility of physical and
emotional care for specific children” (Yourdictionary.com, n.d., para. 6).
Multigenerational
Consisting of individuals from multiple generations. Mothers and MGMs within this
study consist of groups raised in different generations referred to as multigenerational.
Phenomenology
Phenomenology is the study of multiple people experiencing a common phenomenon
(Creswell, 2013).
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CHAPTER TWO: REVIEW OF LITERATURE

Chapter Overview
The researcher in this study examined the individual and collective lived experiences of
mothers and MGMs sharing caregiver responsibilities for a child with ASD. To build a
foundation for this research, the researcher conducted a systematic literature review through a
relational lens on matrilinear dyads and students with ASD. The following systematic review of
the literature frames what is known about the relationship between grandmothers and mothers of
children with disabilities.
Introduction
Mothers of Children with ASD
Although mothers of children with ASD are highly resilient (Halstead et al., 2018), they
do exhibit internalizing symptoms such as anxiety and loneliness. Seltzer and colleagues (2010)
found mothers of children with ASD display a stress response similar to that of combat veterans
and express feelings of guilt, social isolation, frustration, depression, and caregiver burnout.
Over a decade later, current research continues to investigate symptoms of post-traumatic stress
disorder in mothers of children with ASD and their challenges with adaptive behavior (Schnabel,
Hallford et al., 2020).
Mothers of children with ASD often take on the large responsibility of organizing family
routines. While structuring routines allows for a sense of control, mothers reported feeling
overwhelmed by their family obligations, and an inability to develop coping skills to manage this
stress (McAuliffe et al., 2019). In relation to self-care, mothers of children with ASD reported
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several unmet essentials including the need for breaks from their responsibilities, rest, and
support for remaining hopeful and positive about their child’s future (Kiami & Goodgold, 2017).
Grandparents of Children with ASD
Families are dynamic, and familial structures vary (Crosnoe et al., 2014). Some
grandparents support parents in raising children with ASD, while others serve as primary
caregivers for their grandchildren with ASD (Brunissen et al., 2020). Early studies of
grandparents and children with special needs shed light upon grandparents’ dynamic, supportive
roles within families of children with disabilities (Baranowski & Schilmoeller, 1999; Findler,
2000; Hastings et al., 2002; Mirfin et al., 1996).
Harris and colleagues (1985) published a seminal article of an investigation of differences
between parents’ and grandparents’ views of their child(ren) with ASD. They found statistically
significant differences in responses existed between parents and grandparents, with grandparents
having a more positive view of the child’s overall prognosis. Margetts and colleagues (2006), in
a qualitative study of grandparents of children with ASD, found grandparents are key
collaborators in gaining more information during assessment and identification of ASD, as well
as engaging in interventions.
Hillman and colleagues (2017) conducted several studies with a primary focus of
collecting first-person accounts of grandparents’ positive and negative perspectives of caring for
children with ASD. Grandparents’ responses fell into one of four categories: desire for
connections, barriers to care, celebrations of progress, and personal reactions (Hillman et al.,
2017). In the desire for connections category, grandparents expressed their wishes for their
grandchild to clearly express themselves. Grandparents shared the challenges they faced with

17

communicating with their grandchild with ASD and difficulties of not being able to predict
maladaptive behavior or meltdowns. Regardless of the challenges faced, grandparents referred to
their strong intrinsic bond and physical affection (such as hugs or kisses) exchanged with their
grandchild (Hillman et al., 2017).
In the barriers for care section, grandparents referred to three overarching subcategories:
family denial of diagnosis, instrumental barriers, and insufficient systemic support. Grandparents
shared their experiences of family members, including parents, who were in denial prior to or
upon their child’s receipt of an ASD diagnosis. Instrumental barriers referred to the external
factors impacting care such as restricted diets, sleeping challenges, the distance between the
child and grandparents, and the cost of autism-related services and treatments. Finally,
grandparents discussed the lack of systemic supports from schools, doctors, and statewide and
federal programs (Hillman et al., 2017).
Participating grandparents shared the importance of celebrating small successes and
individual progress of their grandchild with ASD. Furthermore, they expressed the pride they felt
seeing their adult child as a support system to their child with ASD. Grandparents commented on
emotional responses, or personal reactions, which consisted of worry for their grandchild with
ASD as well as the impact of stress on the family. They shared feelings of despair and
hopelessness, as they did not know how to best support their grandchild, and identified the
overall mixed feelings of coexisting “highs and lows” as a caregiver for a child with ASD
(Hillman et al., 2017).
In 2019, Hillman and colleagues published a study which used a grounded theory
approach to further explore grandparents’ experiences. Of the 117 custodial grandparents of
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children with ASD participating in the study, common sentiments and themes expressed by
grandparents included issues/disagreements with their adult children, challenges faced as a
caregiver, strategies they implement to cope, and wisdom gained from caring for their grandchild
with ASD.
Research regarding caring for children with ASD exists. To the researcher’s knowledge,
at the time of this systematic literature review, no studies involved mothers’ and MGMs’ shared
and individual experiences co-caregiving for a child with ASD.
Purpose
Due to the lack of literature involving the shared roles of mothers and MGMs of children
with ASD, the researcher broadened the scope of the search to examine the literature on mothers
and what exists for grandmothers of children with disabilities. The purpose of the systematic
literature review was to identify the existing literature related to grandmothers and mothers of
children with disabilities to build the foundation for the interview questions in this study and to
align, compare, and contrast this literature with the themes that emerge from the dyads.
Research Question
The systematic literature review was built upon the following research question:
What are the lived experiences of mothers’ and maternal grandmothers' co-caregiving for an
elementary-aged child with ASD?
Search Criteria
The criteria used for the systematic analysis of the literature were articles published as
empirical studies in peer-reviewed journals, containing the search terms “grandmother” and
“mother” and “disability.” Both qualitative and quantitative studies were included. The time
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frame of the search included articles dating back to the year 1929 due to the lack of research in
the field on grandmothers or mothers of children with disabilities. Articles were then hand-coded
to exclude the following fields: (a) studies not relevant nor empirical, (b) duplicate studies,
which appeared in multiple databases, and (c) studies not including grandmothers or
grandparents and mothers. These inclusion criteria were chosen to identify the most salient
research on the topic of mothers and grandmothers of children with disabilities. Irrelevant studies
included topics not pertinent to the search terms, including literature related to soft drinks
children consumed, fathers with intellectual disabilities, lockdowns, life skills training, visual
hallucinations, and chromosomal disorders. Studies that were not empirical included brief
reports, programs, or curricula descriptions.
The researcher initially used the search terms “mother” AND “maternal grandmother”
AND “autism.” However, the resulting literature was extremely limited, and did not include all
three search terms. Therefore, the researcher broadened her search and used the terms: “mother”
AND “grandmother” AND “disability.” Table 1 includes the total number of articles located
after all the inclusion criteria were analyzed. After the initial and hand-coding phase, a total of
five articles met the criteria for inclusion in the final review. The systematic literature review
was conducted to recognize the existing, empirical literature intended to examine mothers’ and
grandmothers’ experience caring for a child with a disability.
Data Sources
The researcher used the University of Central Florida’s Library System and navigated to
relevant databases including: ERIC (EBSCOhost), ERIC (ProQuest), APA PsycINFO, ProQuest
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Sociology Database, Social Science Database (ProQuest), Education Source (EBSCOhost), and
Science Direct.
Study Selection
During this literature review, four phases were conducted. Phase 1 included key search
terms in multiple search fields. The initial phase resulted in 7,141 studies. However, a majority
of the studies were duplicates, excluded mothers and MGMs, or were otherwise irrelevant to this
dissertation. Phase 2, the researcher removed any studies not relevant nor empirical. Phase 3, the
researcher removed duplicate studies which appeared in multiple databases. Phase 4 included the
researcher removing studies which did not include grandmothers or grandparents and mothers.
Table 2 consists of the articles yielded from the literature review, with a focus of interaction
between mothers and grandparents of children with disabilities.
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Table 1: Systematic Review of Literature Results
Social
Science
Database
(ProQuest)

Education
Source
(EBSCOhost)

Science
Direct

Total

ERIC
(EBSCOhost)

ERIC
(ProQuest)

APA
PsycINFO

ProQuest
Sociology
Database

Phase 1:
Initial Search

18

7

46

2268

3069

26

2467

7141

Phase 2:
Excluded
studies that
were not
relevant nor
empirical

3

2

11

12

15

8

8

58

Database

Phase 3:
Removed
duplicates

39

Phase 4:
Removed all
studies that
did not
include
grandparent
OR
grandmother
AND mother

5
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Table 2: Articles on Interaction Between Mothers and Grandparents of Children with Disabilities
Article/Country Population
of Origin

Design

Measures

Outcome

Baranowski &
Schilmoeller
(1999)

Survey

Grandparent
Support Scale

"...mean total grandparent support was highest for respondents’ mothers and
lowest for other parents’ fathers" (p. 436).

Modified version
of the Family
Support Scale

"Of the types of assistance provided by respondents’ mothers, the most
common were go to for help or talk to, accepts grandchild, encourages me to
keep going when things get hard" (p. 436).

Grandparent
Involvement
Scale

"In overall helpfulness in raising the child with a disability, the mean score for
respondents’ mothers was… extremely helpful (as the) most frequently
selected category " (p. 436).

Affectional
solidarity and
residential
proximity
questions based
on Bengston and
Colleagues’ work
12-item short
form of the
Support
Functions Scale

"Respondents’ mothers… were also regarded as important sources of
emotional support by being someone to talk to, someone who listened, and
someone who encouraged the parent when childrearing was difficult" (p. 439).

USA

Cate et al.,
2007
USA

105
mothers of
children
with
disabilities

50
mothers of
children
with spina
bifida and
43
mothers of
children
without
disabilities

Survey

“Matrifocal tilt was confirmed here to the degree that the question of whether
grandparents typically provide support in families with disabilities is perhaps
best answered yes with reference to maternal grandmothers” (p. 441).
“Maternal grandparents provide more support to mothers than do paternal
grandparents” (p.144).
“Grandparents provide no more support to mothers of children with physical
disabilities than they do to mothers of children without…” (p.144).
“Not surprising, perceived grandparent support was associated with frequency
of contact and—to lesser extent— residential proximity” (p.145).
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Article/Country Population
of Origin

Design

Measures

Outcome

Crettenden et
al., 2018

Survey

Kessler
Psychological
Distress Scale

“In general, maternal grandmothers provided highest levels of practical help,
followed by maternal grandfathers and paternal grandmothers” (p. 39).

Australia

72
mothers of
children
under the
age of 8
with a
disability

In the area of emotional support, “results were even more heavily weighted
towards the positive with almost two thirds of mothers rating their own mother
to be very supportive” (p. 39).
“Most mothers in the sample felt they had a very close bond with their own
mothers (approximately two thirds of the sample reporting themselves to be
“very close to the maternal grandmother” (p. 39).
“The only significant result was a moderately sized association between
mothers’ psychological distress and the health of maternal grandmothers” (p.
40).
“The health status of maternal grandmothers was moderately to strongly
correlated with provision of support to mothers, and also to levels of
affectional solidarity” (p. 42).
“This… confirms the importance of research exploring factors contributing to
maternal wellbeing,
with the aim of providing practical guidance to those working to support career
populations” (p. 42).
“In the present study, maternal grandmothers had the highest frequency of
face-to-face contact, as well as providing the most practical and emotional
support and having the closest relationships with mothers” (p. 43).
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Article/Country Population
of Origin

Design

Findler (2000)

Interviews Interviews with a
version of the
social support
network list

Israel

90
mothers
total, 47
mothers of
children
with
Cerebral
Palsy and
43
mothers of
children
without

Measures

Assessed with
adapted “support
functions scale”
and Vaux and
Harrison
instrument

Outcome
“Possibly the most interesting finding in this study is the rank order of the
support providers, and among them, the relative importance attributed to the
grandparents… Moreover, in both research groups, the maternal grandmother
was ranked first, even ahead of the husband” (p. 378).
“The hierarchy of the four grandparents indicates the central role of the
maternal grandparents, and of the maternal grandmother in particular” (p. 378).
“All the participants evaluated the functional support provided by their own
mothers as the highest” (p. 379).
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Article/Country Population
of Origin
Heller et al.,
2000
USA

Design

120
Surveys
maternal
and
primary
Interviews
caregivers
of a child
with
moderate
to
profound
intellectual
disabilities

Measures

Outcome

Single question
related to
physical health

“The findings indicated that the caregiver’s age and physical health, and
emotional support from the grandparents were related to maternal depression”
(p. 29).

Sum of eight
behaviors used in
the ICAP
(Inventory for
Client and
Agency Planning)
maladaptive scale

“The extent to which mothers received emotional support from grandparents
did not differ significantly between families of a child or an adult with a
disability” (p. 30).
“…the analysis still indicated that higher emotional support from grandparents
was associated with lower maternal depression” (p. 32).

Scale adapted
from the Telleen
social support
scale
Family Support
Services Index
Questions
adapted from the
Center for
Epidemiological
Studies
Depression Scale
(CES-D)
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Three themes emerged across the studies related to (1) MGMs as primary support
systems (Baranowski & Schilmoeller, 1999; Cate et al., 2007; Crettenden et al., 2018; Findler,
2000), (2) research on overall support needs, including social and behavioral needs (Barnowksi
& Schilmoeller, 1999; Findler, 2000), and (3) positive mental health related impacts on the
mother (Crettenden et al., 2018; Findler, 2000; Heller et al., 2000). The five studies in Table 2
are discussed within these three categories. The overarching theme across the research
represented in Table 2 reflect the need for continued investigations on the familial support from
grandparents when a family is inclusive of a child with a disability.
Maternal Grandmothers as Primary Supporters
Baranowski and Schilmoeller (1999) conducted an empirical study of mothers of children
with disabilities and their perceptions of support received from their child’s grandparents. The
researchers utilized a multitude of measures including scales to measure the involvement and
support of grandparents. Based on the analyses of the data collected, the 105 mothers surveyed
reported the highest grandparent support provided by MGMs. Additionally, researchers
described the notion of matrifocal tilt, the commonality of stronger family ties on the maternal
side of the family and confirmed the existence of this concept within the study based on the data
collected.
Furthermore, in Israel, Findler (2000) conducted interviews with 90 mothers of children
with and without Cerebral Palsy (CP). In groups of mothers of children with CP (n=47) and
groups without CP (n=43), MGMs were the highest ranked within the order of support providers.
Similarly, Cate and colleagues (2007) conducted a survey-based study with 93 mothers of
children with (n= 50) and without (n=43) Spina Bifida. A key finding of this study was that
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mothers perceived MGMs as more supportive/providing more support than paternal
grandparents.
Crettenden and colleagues (2018) issued surveys to 72 mothers of children under the age
of eight with a disability. Participants completed a scale to measure their stress level in relation
to regarding the support they received from the child’s grandparents. Mothers who participated
reported MGMs provided the highest levels of practical help. As such, a majority of the
participants reported a “very close” bond with their mothers.
Overall Support Needs
Throughout the literature reviewed, mothers discussed how grandparents (inclusive of
grandmothers) provided support in their respective situations, including support for behavioral
and social needs. In Findler’s (2000) study of 90 mothers with (n=47) and without (n=43)
children with CP, mothers’ responses uncovered the prevalence of functional supports provided
by their mothers. Barnowksi and Schilmoeller (1999) conducted a survey-based study of 105
mothers of children with disabilities. The participants described their mothers as “important
sources of emotional support by being someone to talk to, someone who listened, and someone
who encouraged the parent when childrearing was difficult” (p. 439). One mother summarized
support provided by her mother as the ability to “go to for help or talk to, accepts grandchild
[and] encourages me to keep going when things get hard,” (Baranawski & Schilmoeller, 1999, p.
436). While each researcher highlighted the unique needs of each group, collectively, these
studies included in-depth descriptions of the perceived support received from grandparents
provided to mothers caring for children with disabilities.
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Mental Health Impacts
Close emotional relationships with MGMs impact the wellbeing of mothers caring for
children with disabilities (Crettenden et al., 2018). Respondents in Findler’s (2000) study ranked
their support providers by level of assistance they received. A majority of participants ranked
their own mothers higher/more supportive to their mental health than their husbands/partners.
Heller and colleagues (2000) conducted a study with 120 maternal primary caregivers of
children with intellectual disabilities. Participants completed an interview, as well as a series of
scales regarding the amount of social support and family support received. The researcher also
asked questions related to physical health and maladaptive behaviors. Based on the analysis
conducted, lower rates of maternal depression were associated with higher emotional support
from grandparents. Moreover, Crettenden and colleagues (2018) reported a “moderately sized
association between mothers’ psychological distress and the health of maternal grandmothers”
(p. 40).
Summary
Despite limited literature on the specific topic of shared matrilineal caregiving
responsibilities for a child with ASD, all studies listed in Table 1 referenced the type of support
mothers of children with disabilities found helpful. Each researcher mentioned the positive
impact of grandparent support on the functioning of mothers of children with disabilities. The
researchers collectively discussed the emotional supports perceived to be helpful by mothers of
children with disabilities, as well as the inherent bond between mothers and MGMs (Baranowski
& Schilmoeller, 1999; Cate et al., 2007; Crettenden et al., 2018; Findler, 2000; Heller et al.,
2000). Despite initial research emerging on the importance of the role of grandmothers in
supporting parents of children with disabilities (Baranowski & Schilmoeller, 1999; Cate et al.,
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2007; Crettenden et al., 2018; Findler, 2000; Heller et al., 2000), a gap exists in research related
to mothers and MGMs co-caregiving aligned with the rising rate of children with ASD.
Therefore, research focusing on the role of the MGM in providing support to mothers of students
identified as ASD could further inform the field on the benefits and barriers of this relationship,
especially within the context of co-caregiving.
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CHAPTER THREE: METHODOLOGY
Introduction
Caregivers of individuals with ASD experience higher levels of stress and depression,
related to those caring for neurotypical individuals (Carter et al., 2009). Furthermore, researchers
note a greater caregiver burden placed upon mothers of children with ASD (Cetinbakis et al.,
2020; Fithriyah & Carrasco, 2021). Reportedly, mothers of children with disabilities do report an
overall higher quality of life if they have a social support system in place (Kuru & Piyal, 2018).
Findings from a study conducted by Al-Kandari and colleagues (2017) illuminated the positive
correlation between a mothers’ perception of family support and self-reported quality of life.
The concept of matrilineal advantage (Chan & Elder, 2000) encompasses the connection
between mothers and MGMs with positive, supportive relationships and the overall favorable
bond between grandchild and maternal grandparent(s). While studies regarding views of
grandparents and parents of children with ASD exist (See Table 2), the literature is void of
dyadic matrilinear studies examining the individual and collective experiences of mothers and
MGMs of children with ASD.
Purpose Statement
The purpose of this phenomenological study is to gain a deeper understanding of the
individual and collective lived experiences of mothers and MGMs sharing caregiver
responsibilities for an elementary-aged child with ASD through qualitative analyses.
Research Question
The research question guiding the researcher is: What are the lived experiences of
mothers and maternal grandmothers co-caregiving for an elementary-aged child with ASD?
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Theoretical Framework
According to Bowen’s Family System Theory (FST; Keller & Noone, 2019), families are
single emotional units, individuals within the family are a part of this dynamic unit, and both
individual and collective actions and behaviors are interconnected. Eight concepts exist within
FST, including: (a) triangles, (b) differentiation of self, (c) nuclear family emotional process, (d)
family projection process, (e) multigenerational transmission process, (f) emotional cutoff, (g)
sibling position, and (h) societal emotional process (The Bowen Center, n.d.). Each concept is
described further within Table 3. The researcher conceptualized the interview process using this
theoretical framework, but for data analyses focused on two areas: triangles and
multigenerational transmission. These areas are highlighted in yellow in Table 3.
Table 3: Concepts in Bowen’s Family Systems Theory
Concept

Description

Triangles

The concept of “triangles” refers to 3 people and the dynamics
between each individual. Just as there are three sides to a triangle,
multiple sides/positions to relationships exists. Based on the
reactions, stress, and efforts of those within the relationship, their
position in the triangle changes (The Bowen Center for the Study of
the Family, n.d. j).
Multigenerational transmission refers to the genetic and relational
ways a parent passes on teaching and learning strategies as well as
their emotional responses to the child and extended family (The
Bowen Center for the Study of the Family, n.d.f).
Differentiation of self refers to an individuals’ ability to think, feel,
and act independently, rather than as a group. Those who do not
have a developed sense of self may seek approval and acceptance
from others (The Bowen Center for the Study of the Family, n.d.a).
Four distinct relationship patterns align with the emotional process:
marital conflict, dysfunction in spouse, impairment of one or more
children, and emotional distance. The amount of tension within a
family system depends on these patterns and interactions between
family members’ attitudes and beliefs (The Bowen Center for the
Study of the Family, n.d.g).

Multigenerational
Transmission Process

Differentiation of Self

Nuclear Family
Emotional Process
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Concept

Description

Family Projection
Process

The Family Projection Process describes the sensitivity and
emotional problems passed from parent to child. The process
includes three steps: “1. The parent focuses on a child out of fear
that something is wrong with the child, 2. The parent interprets the
child’s behavior as confirming the fear; and 3. The parent treats the
child as if something is really wrong with the child” (The Bowen
Center for the Study of the Family, n.d.c., para. 2).
Emotional cutoff refers to the act of reducing or severing emotional
contact with family members due to unresolved emotional issues
(The Bowen Center for the Study of the Family, n.d.b).
Sibling position encompasses the impact of sibling birth order on
expectations and functioning (The Bowen Center for the Study of
the Family, n.d.h).
Societal emotional process refers to the impact of emotional
systems on society as a whole (The Bowen Center for the Study of
the Family, n.d.i).

Emotional Cutoff

Sibling Position

Societal Emotional
Process

Family Systems Theory (Keller & Noone, 2019) offers a lens to examine familial
experiences and values by recognizing the interconnectedness of the family as a whole. The
format and aim of the current study directly aligns with the FST. Mothers and MGMs were
interviewed individually, followed by dyadic interviews. The multiple perspectives shared by the
mothers and MGMs contribute to a deeper understanding of complex dynamics of co-caregiving
within family systems of children with ASD.
The researcher framed the emergent themes throughout the interviewing process using
the FST concepts during data analyses and identified emergent themes aligned with; triangles
and the multigenerational transmission process. These two concepts, from the FST, closely align
to the phenomenon in this research study. During the semi-structured interviews, the researcher
asked various questions to elicit multiple aspects of caregiving dynamics. Portions of the
interview protocol found in Appendices E-G align with the concepts of triangles and the
multigenerational transmission process.
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The first concept, triangles, emphasizes the power and anxiety dynamics between three
individuals within a family, and their interactions. Moreover, primary triangles include the
“child, person most involved in raising that child, and that caretaker’s primary attachment”
(Klever, 2019, p. 216). The concept of triangles directly aligns with the purpose of the study— to
investigate the experiences of mothers and MGMs co-caregiving for a child with ASD. For
purposes of this study, the three points in the triangle apply to the mother, MGM, and child.
The second concept, multigenerational transmission process, is the way families’
emotional processes transfer from one generation to the next (Bowen, 1978; Keller, 2019; Kerr
& Bowen, 1988). Within the interview protocol mothers were asked about their mothers
(grandmothers in this study) to extract core experiences and glean insight into processes in
caregiving transferred across generational lines (see Appendix E), Furthermore, MGMs within
the study answered questions related to their mothers (see Appendix F). The resulting data
offered an additional layer of information to understand the concepts and processes passed
between generations (Keller, 2019).
Research Strategy: Appropriateness of Design
Phenomenology
Phenomenological research is a qualitative research approach where the researcher is
seeking to understand and describe the universal essence of a phenomenon. Husserl, a German
philosopher, is credited as the first to use the term phenomenology (Moustakas, 1994), defined as
the science of phenomena (Groenewald, 2004; Moustakas, 1994). The researcher used
Transcendental Phenomenology, originally developed by Husserl, to understand the human
experience of mothers and MGMs co-caregiving (Moustakas, 1994).
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Phenomenology is the study of multiple people experiencing a common phenomenon
(Creswell, 2013). Within this approach, data are collected to acquire thick, rich descriptions of
multiple individual perceptions and lived experiences (Creswell, 2013; Starks & Trinidad, 2007).
Common themes and essences are uncovered through shared experiences of a phenomenon
(Starks & Trinidad, 2007). The phenomenological research approach involves investigation of
these experiences in raw form, prior to analysis and reflection (Husserl, 1970; Merleau-Ponty,
1956; Schutz & Luckmann, 1973; Valle & King, 1978).
The researcher in this study used a phenomenological approach (Creswell, 2013; Odman
& Kerdeman, 1999) to understand the experiences of mothers and MGMs and the phenomenon
of co-caregiving including how they understood and the meanings they attached to the term.
The researcher created the interview protocol questions using the themes from the
systematic literature review, as well as the two concepts of Bowen’s FST, triangles and multigenerational transmission process. The three themes that emerged from the literature review
were (1) MGMs as primary support systems (2) research on overall support needs, and (3)
positive mental health related impacts on the mother. The researcher included questions about
these themes within the interview protocols (See Appendices E-G) .
The researcher also included questions aligned with the two concepts of the FST of
Multigenerational Transmission (The Bowen Center for the Study of the Family, n.d. j) and
Triangles (The Bowen Center for the Study of the Family, n.d. j) within the triadic relationships
between mothers, MGMs, and the child with ASD. Then, the researcher conducted semistructured interviews to glean insight into the phenomenon of dyadic caregiving for a child with
ASD and to arrive at the overall phenomenon that emerged (Solomon & Higgins, 1996).
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Analysis
The researcher conducted 24 interviews: eight interviews of mothers, eight of MGMs, and
eight dyadic interviews (mother and MGM pairs) plus a unique component of the study was
asking for co-caregivers to provide photos to represent their relationship. This process in
qualitative research is called photo-elicited interviewing (Collier, 1967). Across all 16
participants, 18 hours and 16 minutes of data were recorded as well as 8 images collected
representative of co-caregiving. After conducting semi-structured interviews, the researcher
used Colaizzi’s (1978) seven-step method of data analyses for a phenomenological study to
examine the insight and experiences shared by the participants. The seven distinct steps included
the following: (a) acquiring a sense of each transcript, (b) extracting significant statements, (c)
formulating meaning, (d) organizing formulated meanings into clusters of themes, (e)
exhaustively describing the investigated phenomena, (f) describing the fundamental structure of
the phenomena, and (g) returning to the participants (Colaizzi, 1978). All interviews were
recorded and transcribed verbatim. A descriptive analysis (Green & Wallat, 1981) approach was
used to analyze the transcripts. The researcher generated categories (identify codes), then
reduced categories to subcategories (Creswell & Poth, 2018).
Photo-elicited Interviewing
Collier, a photographer and researcher, first introduced the term “photo-elicited
interviewing” in a publication in 1967, where he detailed the utility of this strategy as a research
method. Researchers continue to use this initial visual methodology to capture participants’
experiences. Harper (2002) described the impact of multiple forms of symbolic representation;
using words and images he noted the importance of imagery over words, arguing that “words
alone utilize less of the brain’s capacity than do exchanges in which the brain is processing
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images as well as words” (p. 13). Thus, photographs operate as a critical means to understand
experiences of the participants.
The researcher conducted semi-structured interviews with participants sharing
meaningful and representative photos via photo elicitation methods (Collier & Collier, 1967).
The images were selected by the participants and allowed the researcher to gain additional
insight into the participants’ relationship with each other (mother or daughter) and their child
with ASD.
Mayer’s (2005) Multimedia Principle posits “people learn more deeply from words and
pictures than from words alone” (p. 31). Within this study, the researcher implemented photoelicited interviewing, which merged participant-chosen images with their oral descriptions of the
photos. Mayer’s (2005) Cognitive Theory of Multimedia Learning consists of five cognitive
processes related to multimedia learning: (1) selecting relevant words from the presented text or
narration, (2) selecting relevant images from the presented illustrations (3) organizing the
selected words into a coherent verbal representation, (4) organizing selected images into a
coherent pictorial representation, and (5) integrating the pictorial and verbal representations and
prior knowledge.
The researcher utilized Mayer’s (2005) Cognitive Theory of Multimedia to guide the
selection of “relevant words” from the transcripts that aligned with the “relevant images” shared
by the participants. Next, the researcher organized the “selected words” and “selected images”
into an overall representation of the mother and MGMs’ experiences as co-caregivers. The
pictorial and verbal representations combined with the researcher’s prior knowledge supported
the emergence of themes during the coding process.
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Triangulation
Data triangulation refers to using multiple sources of information (Denzin & Lincoln,
1998). The researcher conducted triangulation through use of semi-structured interviews, use of
photo elicitation methods, and information shared by multiple family members (mother and
MGM). Additionally, emerging themes from semi-structured interviews were used as a method
of triangulation. The varying perspectives of mothers and MGMs shed light on the phenomenon
studied.
Reliability
Reliability within a qualitative study refers to the soundness and stability of a study and
its methods (Miles et al., 2014). According to Creswell (2013), reliability includes justifying the
methods used within a study, as well as ensuring clarity and consistency within conductance of
the study. All portions of this qualitative study followed a detailed interview protocol provided in
Appendices E-G. Additionally, the researcher maintained an audit trail to bolster credibility and
confirmability. An added component to increase reliability involves the inclusion of multiple
perspectives of family members within the study (Keller, 2019). To increase reliability, two
research assistants read 25% of the transcripts to ensure the themes uncovered during the coding
portion reflected the content within the interview. After main themes were determined, the
researcher sent main themes and findings in a one-page document to the participants to receive
feedback or reflection upon the themes.
Trustworthiness
The concept of validity is disputed within the field of qualitative research, as it typically
refers to quantitative research (Rose & Johnson, 2020). As Gibbs (2007) detailed, qualitative
validity refers to the ability to accurately capture the occurrence, whereas qualitative reliability
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indicates consistency of results across settings and participants. Recent researchers have
emphasized the use of strategies to ensure trustworthiness rather than validity (Rose & Johnson,
2020).
To bolster trustworthiness within this study, the researcher participated in memoing
(Emerson et al., 2011) during and after the data collection process. Memoing is common in
ethnographic research. The researcher applied the practice of memoing to this phenomenological
study by documenting patterns, inquiries, and observations while reviewing the transcripts
(Emerson et al., 2011).
As bias and perception are impossible to remove (Chenail, 2011; Merleau-Ponty, 1956),
philosophers developed the process of reduction (Merleau-Ponty, 1956), which consists of
recognizing individual biases and perceptions and setting them aside. Moustakas (1994) referred
to the reduction process as Epoché, “a process in which the researcher sets aside their
prejudgments, beliefs, and knowledge of the phenomenon from prior experience and professional
studies” (p. 22). As such, in this study, bracketing occurred during and after data collection to
ensure’ personal experiences did not inhibit the researcher from being open to the participants’
individual experiences (Creswell, 2013; Moustakas, 1994). As Silverman (2017) notes, rather
than pushing individual assumptions onto participants, the researcher focused on the ways the
interviewees described their experiences.
Additionally, to ensure that participants’ responses and analysis of these responses
accurately reflected their experiences, the researcher received input from all participants through
member checking (Creswell, 2013). After all interviews were complete, participants were sent a
copy of the transcripts and given a week to review the transcription. Participants were then given
the opportunity to provide clarification, elaborate upon their previous responses, or ask any item
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be removed from the interview transcript prior to the researcher analyzing the transcript’s
content. After determining main themes, the researcher sent the themes and findings in a onepage document to the participants for feedback or to reflect upon the themes that emerged.
Auditing
Furthermore, the researcher used an audit trail (Carcary, 2009) to illuminate the decisionmaking processes of the researcher based on the data collected. Auditing within qualitative
research and naturalistic inquiry proposed by Halpern (1983) and Lincoln and Guba (1985)
strengthens the trustworthiness and confirmability of the study. The researcher used an audit trail
(Halpern, 1983; Lincoln & Guba, 1985) to detail theoretical and methodological issues and
decisions throughout the study (Koch, 1994). Other portions of the audit included fieldnotes
taken during the interview, steps of the coding process, coded transcripts, and other raw data
(Emerson & Shaw, 1995; Halpern, 1983). Engaging in this transparent process further ensured
objectivity of the researcher. The researcher kept a reflexive journal to document decisions made
throughout the research process. The journal contained researcher-generated reflections,
inclusive of personal insights and cognizance (Lincoln & Guba, 1985).
Participants
Recruitment
Following IRB approval, the primary means of recruitment was through email and
contact with local agencies. The researcher called and emailed local autism organizations and
support groups that work with parents and families of children with ASD. The researcher first
emailed the selected organizations (see Appendix D), providing a description of the study and
the option for the organization to share the flyer (see Appendix J) with their parents/families.
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A secondary method of recruitment was through social media groups inclusive of parents
and/or grandparents of children with ASD. The researcher is part of several Facebook groups
created to support parents and families of children with special needs and/or autism. The
researcher reached out to the administrators of each selected Facebook group to describe the
study and ask if a flyer could be posted on the page. Some of these Facebook groups included:
Parents of Autistic and Special Needs Children, Parents of Special Needs Children, Special
Needs Parents Support & Discussion Group, Central Florida Autism Community, Special Needs
Parent Support Group of Central Florida, Florida Autism Parents and Friends Support Group,
Autism and Special Needs Action Group, Families with Autism Kids, Support Group for Parents
with Kids with ADHD, ADD, Autism and Other Issues, Special Needs Parenting Florida, Autism
Stories, Different Not Broken- Parents & Therapist of Special Child, Parents of Special Needs
Children, Helping Parents of Special Needs Children and Parents Caring for Kids with Special
Needs. The researcher used convenience sampling to recruit participants from social media and
local ASD organizations.
When posting via social media or contacting local ASD organizations and support
groups, the researcher included a short description of the project (See Appendix H for social
media post). Those who expressed interest in participating in the study responded to the
researcher via email, direct message, or phone. Once the researcher contacted the potential
participants, she set up a 15–20-minute orientation session and followed procedures listed within
the methods section. The researcher sent a follow up email to the potential participants after the
initial meeting (see Appendix I), with an attached Explanation of Research form for their review
(see Appendix C).
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To ensure access for all interested participants, the orientation was conducted through
Zoom. Per IRB protocol participants were informed of their ability to withdraw their
participation at any point during the study. Once participants provided informed consent, the
researcher scheduled the following sessions via Zoom at a time of convenience to the
participants.
Inclusion/Exclusion Criteria
Participants in this matrilineal study consisted of eight mother and MGM dyads (n=16).
To participate in this study, participants met the following inclusion criteria: (a) aged 18 or older;
(b) identified as either a mother or MGM, spending at least 10 waking hours on average weekly,
caring for an elementary-aged child currently under the age of 18 with a diagnosis of ASD. A
diagnosis of ASD consists of either (a) a medical diagnosis of “ASD,” a previous diagnosis of
“Asperger’s,” from a physician or medical provider; or (b) academic eligibility of ASD, as
notated on a child’s Individualized Education Program (IEP).
Both the mother and grandmother collectively agreed to be interviewed as the focus of
this study was on mothers and MGMs. Additionally, to qualify to participate in this study, the
MGM and the mother both agreed to partake in the study. If either the mother or the MGM did
not agree, participants were not included in the study.
Setting
To ensure participants were comfortable, all interviews took place in a natural setting of
the participant’s choice via Zoom. The purpose of selecting a natural setting was to ensure the
comfort of the participants and capture the essence where the phenomenon occurred (Creswell,
2013). While interviewing on Zoom, the researcher used nonverbal attending skills (e.g., head
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nodding, smiling) to increase the participants’ comfort level and impact the interview style
(Ezzy, 2009).
Ethical considerations
Every study has unique ethical concerns which may arise. Certainly, qualitative studies
and particularly phenomenological studies, entail deeply sharing personal experiences.
Therefore, to solidify procedures to guarantee privacy and protection for all participants, as well
as for the researcher, Patton’s (2003) ethical checklist was used to ensure issues were considered
and addressed. While designing the study, the researcher used Patton’s (2003) ethical checklist to
assess and minimize potential risk to the participants including maintaining the integrity and
stability of the relationships between mothers and maternal grandmothers. The ten subsections
for ethical evaluation design detailed within Patton’s checklist included: (a) explaining purpose,
(b) promises and reciprocity, (c) risk assessment, (d) confidentiality, (e) informed consent, (f)
data access and ownership, (g) interviewer mental health, (h) advice, (i) data collection
boundaries, and (j) ethical versus legal. The researcher ensured all these areas of potential ethical
issues were addressed within the IRB documentation.
Procedure
The researcher engaged in a series of detailed steps (see Figure 1) to ensure all
participants’ voices were heard and recognized. An overview of these procedures and
methodology are presented in Figure 1. As described within the recruitment section, the
researcher set up initial 15–20-minute orientation sessions (see Appendix A) with each
participant to provide an overview of the study, discuss the potential commitment, and ensure
consent was provided within IRB guidelines prior to moving forward with the study (see
Appendix B). Once participants provided informed consent, the researcher scheduled sessions at
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a time convenient for the participants. All interviews were conducted, recorded, and transcribed
through the Zoom virtual platform.
The researcher interviewed eight mother and MGMs, both independently and as dyads
(n=16). Prior to each interview, a new individual, password-protected meeting invite was sent to
the participant through the researcher’s secured UCF email containing the link (UCF Zoom link)
for the upcoming interview.

Figure 1 Overview of Phases of Study
The first set of interviews were one-on-one interviews conducted with each mother (n=8)
of a child with ASD (See Appendix E for the guiding questions that framed the semi-structured
interview). At that time, the mother shared two self-selected photos: Photo 1 represented her
relationship with her mother. Photo 2 represented her experience caring for a child with ASD.
The second set of interviews consisted of one-on-one interviews conducted with each
MGM (n=8) of the mother of the child with ASD (See Appendix F for the guiding questions that
framed the semi-structured interviews). The grandmother also shared two self-selected photos:
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Photo 1 represented her relationship with her daughter. Photo 2 represented her experience
caring for her grandchild with ASD.
Finally, the researcher conducted dyadic interviews consisting of interviewing each
mother and MGM dyad (n=8) at the same time (See Appendix G for the guiding questions that
framed the semi-structured interview with the dyad). The mother and MGM shared a final photo,
representative of their collective experiences as co-caregivers.
After all interviews were complete, participants were sent a copy of the transcripts and
given a week to review the transcription (member-checking). At that time, participants were able
to provide clarification, elaborate upon their previous responses, or ask any items to be removed
from the interview transcripts prior to the researcher analyzing the content.
Data Analysis
Individual interviews of mothers ranged in length from 29 minutes to one hour and 40
minutes, with the average time being 51 minutes. Individual interviews of MGMs ranged in
length from 25 minutes to one hour and 34 minutes, with the average time being 47 minutes.
Dyadic interviews ranged in length from 22 minutes to 50 minutes, with the average time being
39 minutes. Across all 16 participants, 18 hours and 16 minutes of data were recorded and
transcribed.
The researcher uploaded all transcripts and files to the Dedoose application. Data
analyses consisted of the use of hand coding, as well as use of Dedoose software (SocioCultural
Research Consultants, LLC, 2021) to determine frequency of common themes. Dedoose is a
web-based application for analyses of qualitative and mixed-method data.
The researcher used Colaizzi’s (1978) methods of data analysis (to extract significant
statements from the four layers of data: interviews with mothers, interviews with grandmothers,
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dyadic interviews, and lastly, photo-elicited interviews. Significant statements were notated
within the transcripts in the Dedoose application. While all 3 types of interviews were analyzed,
the researcher focused on the cross-cutting, or collective themes across all interviews, as well as
any nuances noted to arrive at the overall phenomenon.
The researcher also, in the data analyses, used a variation of Consensual Qualitative
Research (Hill et al., 1997) to categorize themes based on frequency. Categories included
general if it applied to all cases, typical if it applied to half or more of the cases, and variant if
applicable to “either two or three to just less than half” (Hill et al., 1997, p. 550) of the cases.
The researcher uses this coding of general, typical, and variant throughout the study to represent
the emergent themes in each layer of the data analyses (see Table 5). These categories also are
used to contextualize the dyad’s thoughts on aspects of the theoretical framework (FST/Bowen
Theory) to identify the emergent phenomenon. If salient statements arose unrelated to
multigenerational transmission and triangles, the researcher set aside these statements to consider
in future studies, because they were not representative of the overall phenomenon.
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CHAPTER FOUR: RESULTS
Introduction
The purpose of this study was to understand the phenomenon of support within cocaregiving, as described by mothers and MGMs sharing caregiver responsibilities for an
elementary-aged child with ASD. In this chapter, the researcher presents the participants’ lived
experiences extracted from a multi-layered interview process, the analyses of the data, and the
themes aligned with the phenomenon that emerged. The researcher details the layered interview
process including (1) mothers’ interviews, (2) MGMs’ interviews, (3) dyadic interviews, and (4)
photo-elicited interviewing. The researcher then describes the collective phenomenon of cocaregiving, based on the mothers and maternal grandmothers’ responses and photo-elicited
images.
The researcher conducted and analyzed a total of 24 interviews: eight interviews of
mothers, eight of MGMs, and eight dyadic interviews (mother and MGM pairs) with a unique
component of a photo-elicited interview. The themes derived from the interviews emerged using
Colaizzi’s (1978) seven-step method of analysis for qualitative research. Themes were extracted
from the four layers of interview data: (a) semi-structured interviews of mothers, (b) semistructured interviews of MGMs, (c) dyadic interviews conducted with each mother and MGM
pair, and (d) photo elicited images from each dyad representative of their relationship as cocaregivers. The researcher then analyzed the four layers of data collected to answer the primary
research question to answer the research question: What are the lived experiences of mothers and
MGMs co-caregiving for an elementary-aged child with ASD?
The researcher first reviewed all recordings to gain an initial sense of common themes
and confirm the accuracy of the transcripts. Prior to describing the overall phenomenon of co47

caregiving, the researcher analyzed all interviews and photos individually and collectively to
gain a comprehensive understanding of the phenomenon.
Participant Biographies
The intent of a conducting a phenomenological study is to investigate the lived
experiences of the participants sharing a common phenomenon. In this study, a total of 16
women shared their individual and collective experiences as co-caregivers for an elementary
child with ASD. Prior to sharing the resulting data, the participants’ biographical sketches
provide the reader with a better understanding of the family dynamics between the mother and
MGM dyads. The researcher chose to introduce the participants as dyads, as the purpose of the
study was to examine the lived experiences between mother and MGM dyads serving as cocaregivers. Co-caregiving was defined in this study as the MGM spending at least 10 hours a
week in a caregiving role of the elementary child with ASD.
All diagnoses and careers included below are stated in the terminology self-reported by
participants. Pseudonyms are used for all participants and their children to maintain anonymity.
Laura and Betty
Laura is a married, 29-year-old special education teacher, and mother to Jeffrey, a fouryear-old male with autism. Jeffrey attends Applied Behavior Analysis (ABA) therapy and was
enrolled in Early Intervention services. Laura’s mother, Betty, is a 48-year-old nurse and student.
At the time of this study, the dyad resided together in one home in Texas. Laura’s father, brother,
sister, and son all have official diagnoses of ASD.
When asked what co-caregiving meant to Laura, she shared, “I think it just means that
we're both kind of really active in his life, that we're all really close, that we know, he knows, my
son knows, like, I have to listen to Mommy, and I have to listen to Grammy.” Betty expressed
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that to her, co-caregiving was inclusive of “…understanding, agreement, being in an agreement,
being knowledgeable on autism because I still have a hard time understanding exactly all of the
things that it entails and how it affects…even though I have a son who I raised autistic, it was
more like, we really didn't know that much about autism. It's coming more and more light now.
So, I would just say, just understanding, caring, and just being united, and I guess our approach
to Jeffrey.”
Audrey and Tiffany
Audrey is a divorced, 50-year-old letter carrier who is the mother of Abby, a seven-yearold female who is twice-exceptional with dual diagnoses of autism and intellectual giftedness.
Abby was enrolled in Early Intervention services as a toddler. Abby does not receive any current
therapies or additional services. Audrey’s mother, Tiffany, is a 75-year-old retired office
manager and finance specialist. At the time of this study, the dyad resided in separate homes
within a couple blocks of each other in Florida. Audrey’s second cousin has a diagnosis of
Asperger’s.
When asked what co-caregiving meant to Audrey, she shared, “Well, I guess that she,
you know I seek her input-on stuff regarding Abby or what's going on with Abby, and sort of
talk about things about Abby with her. And I, you know, value her opinions, you know, as far as
things regarding her.” Tiffany described co-caregiving as “…I watch her part of the time and
Audrey watches as her daughter…we love having Abby around. But Audrey's the mother. I've
had my turn with her and her brother. I strongly feel that she's the one who has to make parenting
decisions, not me.”
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Jessica and Terri
Jessica is a married, 38-year-old assessment coordinator, and was the only parent in the
study of two children with autism. Nyles is a six-year-old male with diagnoses of autism and
attention deficit hyperactivity disorder (ADHD), and Kennedy is an 11-year-old female with
diagnoses of autism, ADHD, speech-communication disorder, and anxiety. Nyles was enrolled in
Early Intervention services as a toddler. Kennedy did not receive Early Intervention services, but
she currently receives Speech Therapy (ST), Occupational Therapy (OT) and Physical Therapy
(PT). Jessica’s mother, Terri, is a 69-year-old nanny/granny. At the time of this study, the dyad
resided together in one home in Alabama.
When asked what co-caregiving meant to Jessica, she shared, “Basically like that whole
term, it takes a village…and it does- because if it weren't for her, my kids wouldn’t to be able to
do certain things like extracurricular activities. I would miss a lot of work with sickness and
school events and stuff like that so it's, she's… she's the third parent.” Terri described an example
of co-caregiving, “I mean, I'll sit and do one thing. If it's not working, then Jessica will pick up
another way to do it.” She detailed a situation in which Nyles “acted out,” as he spit at, kicked,
or hit her and she needed Jessica’s assistance. She continued, “So that's what I'd say- we just yin
and yang it. And so like, if I can get Kennedy moving, then she goes and gets Nyles, and some
days I can do Nyles and she does Kennedy- So we just kind of tag team as to what their moods
are in everything and go from there.”
Monica and Joy
Monica is a single, 30-year-old student who is the mother of Lenny, a five-year-old male
with diagnoses of autism, sensory processing disorder, ADHD, psychosis, a muscle condition,
and Oppositional Defiant Disorder. Lenny was enrolled in Early Intervention services as a
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toddler. He currently receives ST, OT, and PT services. Monica’s mother, Joy, is a 51-year-old
nanny/grandma. At the time of this study, the dyad resided together in one home in North
Carolina.
When asked what co-caregiving meant to Monica, she shared “Um, well for me… It
would be like how I go to school full time. Obviously, usually there's two parents, so whenever
one person needs go to work or go to school, then the other parent would. But in this case, the
“co” person does, which is my mom. And to me that's safer than having a babysitter or someone
that you don't know that you don't trust.” Joy described co-caregiving as “I think it just gives us
both an opportunity to do what needs to be done for Lenny. I think he benefits from it because…
I'm older obviously, and I've watched kids forever. Then he's getting that experience. Plus, where
Monica’s a new mom and that's her first kid, then I feel like I can help her, help him, on things
that she might need help with. But it's just nice to be able to help with your grandchild.”
Kerry and Tabitha
Kerry is a 35-year-old behavioral therapist who is the mother of Lee, a 6-year-old male
with diagnoses of autism, benign neutropenia, and is legally blind in one eye. Lee received Early
Intervention services as a toddler. He currently receives OT and PT-based services. Kerry is in a
relationship with Lee’s father. Kerry’s mother, Tabitha, is a 62-year-old paraeducator. At the
time of this study, the dyad resided in separate homes about six miles away from each other in
California.
When asked what co-caregiving meant to Kerry, she shared, “more than one person
taking care of an individual.” As Tabitha described the meaning of co-caregiving, she shared “I
think you need to be on the same track. I think you need to support each other's decisions and
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sometimes talk about things as they come up so that we do not get into that, but I do this, and
you do that. So just be on the same page.”
Tessa and Elena
Elena is a married, 29-year-old nursing student who is the mother of Amy, a four-yearold female with diagnoses of autism, Pervasive Developmental Disorder, and a speech delay
(receptive). Amy briefly received Early Intervention services. She currently receives ST and OT
services. Elena’s mother, Tessa, is a 49-year-old accounting professional. At the time of this
study, the dyad resided in separate homes about seven miles away from each other in Florida.
When asked what co-caregiving meant to Elena, she responded “help.” She elaborated,
“It takes a village. I mean, even with just a child who I guess is considered typical, it takes a
village. So, when they're atypical, I guess it takes even more bigger of a village.” Just as Elena
initially described co-caregiving with one word, Tessa responded with a single word, “support.”
She added that autism requires “unique attribute support.”
Susan and Lynn
Susan is a married, 38-year-old attorney who is the mother of Trevor, a four-year-old
male with diagnoses of autism and speech delay. Trevor was enrolled in Early Intervention
services as a toddler. He currently receives ST, OT, and ABA services. Susan’s mother, Lynn, is
a 58-year-old business owner. At the time of this study, the dyad resided in separate homes
across the street from each other in Florida.
When asked what co-caregiving meant to Susan, she replied, “Generally I think of
someone who assists me with the day-to-day necessities that Trevor has.” When asked if she’d
like to elaborate, she shared that some words to describe co-caregiving included “Transportation,
patience [and] busy, schedules.” Lynn mentioned that co-caregiving was “challenging.” She said,
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“Me and my daughter are very close, but we definitely have our challenges like mother and
daughter relationships do. Our giving is that… she puts out the directive, and I'm to try to follow
it, to the best of my ability… She does all the hard work of finding the therapies and the
schedules and everything and then I just come in and do what she needs me to do.”
Diane and Eva
Diane is a married, 56-year-old student and educator who is the mother of Opal, an eightyear-old female with diagnoses of autism, Down Syndrome, apraxia of speech, and a repaired
congenital heart defect. Opal was enrolled in Early Intervention services as a toddler. She
currently receives ST, OT, and music therapy. Diane’s mother, Eva, is a 77-year-old retired
worker and grandmother. At the time of this study, the dyad resided in separate homes across the
street from each other in Florida. Diane’s second cousin has a diagnosis of ASD.
When asked what co-caregiving meant to Diane, she said “It’s everything.” She shared
that when Opal was born with medical complications and placed in the NICU and required
multiple surgeries, Diane and her husband tried to determine who would stay home to take care
of Opal’s needs. Diane proceeded, “And then she [Eva] told us she had quit her job already, and
she was going to stay home and take care of Opal while we both worked.” Diane stated, “Opal’s
never had a babysitter. She's always been either with her father and I, or she's been with my
mother. She's never been anywhere else.” Eva described co-caregiving as “To have an active role
in helping Opal maneuver through the day.” When asked to describe co-caregiving in a few
words, she said “Patience is a word. Flexibility is another.”
As seen in Table 4, MGMs ranged in ages from 49-77. Mothers’ ages ranged from 29 to
56. The researcher asked participants if they were comfortable sharing their gender and ethnicity.
All participants identified as females. Of the 16 total participants, 87.5% (14) of participants
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identified their racial identity as either Caucasian, Caucasian non-Hispanic, White, or White nonHispanic. Two of the participants (12.5%) identified as either Black or American of African
descent.
Table 4: Participants’ Demographics
Racial Identity

Participant

Gender

Age

Mother 1
MGM 1
Mother 2

Female
Female
Female

29
48
50

White
White
Caucasian

MGM 2

Female

75

Caucasian

Mother 3

Female

38

Caucasian,
non-Hispanic

Career

*As reported by participant

Special Education Teacher
Nurse
City letter carrier
Retired office
manager/Finance Specialist

Child
Age/sex

Female

69

Caucasian,
non-Hispanic

Nanny/granny

Mother 4

Female

30

White, nonHispanic

Student studying Business
Management

MGM 4

Female

51

White, nonHispanic

Nanny/grandma

Mother 5

Female

35

White

Behavioral therapist

MGM 5

Female

62

White

Paraeducator

Mother 6

Female

29

Black

Nursing student

MGM 6

Female

49

American of
African
descent

Accounting Professional

Mother 7

Female

38

White

Attorney

ASD

7 y/o female

ASD, Gifted

Child 1: 11
y/o female,
Child 2: 6
y/o male

5 y/o male

6 y/o male

4 y/o female

ASD, PDD,
Speech delay
(receptive)

Female
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White

Mother 8

Female

56

White

Retired/grandma

White

Student studying Special
Education

8 y/o female
77

ASD, Speech
delay

Business owner

MGM 7

Female

Child 1: ASD,
ADHD,
SpeechCommunication
Disorder and
Anxiety
Child 2: ASD,
ADHD
ASD, sensory
processing,
ADHD, ODD,
psychosis,
muscle
condition
ASD, benign
neutropenia,
legally blind in
one eye

4 y/o male

MGM 8

*As reported by parent

4 y/o male

Assessment coordinator

MGM 3

Child’s
Diagnosis
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ASD, Down
Syndrome,
Apraxia of
Speech,
Congenital
Heart Defect
(repaired)

Data Analysis Results
Individual interviews of mothers ranged in length from 29 minutes to one hour and 40
minutes, with the average time being 51 minutes. Individual interviews of MGMs ranged in
length from 25 minutes to one hour and 34 minutes, with the average time being 47 minutes.
Dyadic interviews ranged in length from 22 minutes to 50 minutes, with the average time being
39 minutes. Across all 16 participants, 18 hours and 16 minutes of data were recorded,
transcribed, and analyzed.
The researcher followed Colaizzi’s (1978) seven-step method for data analysis. The
seven distinct steps used in the study included the following: (a) acquiring a sense of each
transcript, (b) extracting significant statements, (c) formulating meaning, (d) organizing
formulated meanings into clusters of themes, (e) exhaustively describing the investigated
phenomena, (f) describing the fundamental structure of the phenomena, and (g) returning to the
participants (Colaizzi, 1978).
First, the researcher uploaded all transcripts into Dedoose (2021), a data analysis software
platform and reviewed transcripts for accuracy. Then, the researcher read the transcripts from
the one-on-one interviews with mothers (Colaizzi Step 1) and extracted significant phrases
(Colaizi Step 2) and themes aligned with the research question. Next, the researcher “formulated
meanings” by carefully considering participants’ significant sentiments. Then, the researcher
organized the meanings into clusters of themes (Colaizzi’s Steps 3-4). The researcher labeled
resulting themes by selecting “add code” or “add memo” to transcripts within Dedoose.
Next, the researcher repeated steps one through four with each of the other four layers of
data collected, using each layer to build upon the overall analysis to determine the phenomenon
of the lived experiences of the dyads. The researcher merged collective/cross-cutting themes
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across the layers integrating clusters of themes into exhaustive descriptions of the phenomenon
(Colaizzi’s Step 5). In the next step, the researcher created an overall structure of the
phenomenon of co-caregiving (Colaizzi’s Step 6). In the final step, the researcher provided the
participants with an overview of the findings from the study to ensure the emerging themes and
overall phenomenon were representative of their experiences (member-checking).
Trustworthiness
The researcher maintained an audit trail throughout the study to document critical
decisions and engage in reflexive journaling. The audit trail kept the researcher on track with
conducting procedures in a clear manner while ensuring the researcher established
confirmability. The reflexive journaling allowed the researcher to remain focused on setting
aside personal biases when analyzing data. After all interviews were completed and transcribed,
the researcher engaged in member checking (Creswell, 2013) by sending the full transcripts back
to the participants for their review. All participants were permitted to rescind or clarify any
portions of the interview they felt that were not representative of their experiences. All
participants reviewed their transcripts, the themes emerged, and the overall phenomenon. They
did not request any alterations in any of the data analyzed.
In addition to member checking, the researcher utilized peer review to enhance
trustworthiness of the findings. Two research assistants (RAs), not involved in any portions of
the data collection, received and reviewed 25% of the audio/video recordings and transcripts to
ensure consistency of coding and themes, in comparison with the researcher’s findings. The
researcher used a randomizer to select two dyads’ data to share with the RAs. Next, she provided
the RAs with password-protected access to all transcripts (including photos) from the two dyads
selected.
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The RAs independently reviewed the data, then met as a team (with the researcher) to
share their findings. The first RA independently identified 28 overall themes for Dyad A, and 39
overall themes for Dyad B. The second RA independently identified 24 overall themes for Dyad
A, and 28 overall themes for Dyad B. When the research team came together, they discussed
their findings and agreed upon six common themes, noted across both RAs lists of themes. The
six common themes included: (1) mother as leader, (2) mutual respect between mother and
MGM, (3) adapting to change following diagnosis of ASD, (4) reduction in overall stress due to
coordination of support, (5) need for respite, and (6) varied approaches to caregiving. The
researcher compared these themes aligned with her findings to create the overall phenomenon
and to report the findings across the four layers of interviews in this study.
Lastly, the researcher summarized the resulting themes in a one-page document shared
with all 16 participants. Participants were encouraged to share their feedback after reviewing the
overall findings from the study. Participants responded with positive statements such as “Looks
good!” “Looks perfect to me,” and “This looks great!”
Qualitative reliability indicates consistency of results across settings and participants
(Gibbs, 2007). The researcher engaged in peer review, member checking, (Creswell, 2013)
bracketing, (Moustakas, 1994) and memoing (Emerson et al., 2011), to limit researcher bias. The
researcher was transparent during the entire research process, and maintained a reflexive journal
(Lincoln & Guba, 1985) of memos and notes about the research process. This process allowed
for clarity in making decisions during the study and while reflecting upon the process.
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Theoretical Framework: Bowen Theory/Family Systems Theory
The researcher used Bowen Theory/FST as the theoretical framework for
conceptualization of the study. As identified by the yellow highlighted text in Table 3, for data
analysis purposes, the researcher focused on only two portions of the FST: Triangles and
Multigenerational Transmission. These two categories were used to frame the themes that
emerged from the multi-layered data to answer the research question.
Triangles
Within FST/Bowen theory, a triangle is the emotional molecule in the family system
(Klever, 2019). The concept of “triangles,” within FST/Bowen Theory is centered on the
relationship between three people. A “primary triangle” consists of the primary caregiver of the
child, and the caregiver’s primary attachment (Bowen, n.d.). For purposes of this study, the
primary triangle consisted of the child with ASD, mother of the child, and MGM co-caregiver.
When the researcher asked mothers and MGMs to describe their vision of triangles within their
relationships, some immediately responded with a clear description in mind. Others mentioned
“fluidity,” or the “change” in positions.
A key aspect of the triangle is the impact of stress and anxiety on the positioning and
relationship of individuals within the triangle. Sometimes two parties become closer or more
involved within the triangle in an inside position, which may result in the third party shifting to
an outside position or distancing themselves based on the relationship (The Bowen Center for the
study of the Family, n.d. j.; Belsky et al., 1991). However, the third party also may balance the
relationship between the other two parties in times of high stress, helping to decrease anxiety
(Kerr & Bowen, 1988).
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The researcher asked participants to describe their relationship with their co-caregiving
counterpart (either mom or MGM) and their child and grandchild by envisioning their
relationship as a triangle. Then, the researcher asked the participants if they felt a particular
“corner” of the triangle maintained the “most control” within their relationship as a triad. The
researcher presents the discussions of the two aspects of the framework, triangles and
multigenerational transmission through Hill’s (1997) coding structure of sharing general, typical,
and variant themes.
Of the eight mothers who participated, five (62.5%) expressed that their child had the
most control within their triadic relationship (inclusive of the mother, MGM, and child). Within
this typical finding (Hill et al., 1997), one mother said she maintained the most control within
the relationship with her mother and child. A different mother shared she and her mother
maintained equal control within their triad, while yet another shared that control continuously
shifted within their relationship.
Of the eight MGMs who participated, five (62.5%) expressed that their daughter had the
most control within their triadic relationship. Within this typical finding (Hill et al., 1997), one
MGM shared she felt she maintained the most control within the relationship with her daughter
and grandchild. A different MGM said that her grandchild maintains the most control, while
another MGM shared that she felt no one had more control than the other within their triad.
These data are unique, as they represent the majority views of the dyads. Most mothers
(62.5%) felt their child with ASD maintained the most control, while a majority of MGMs
(62.5%) felt their daughter maintained the most control within their triadic relationship. Both
represented typical findings (Hill et al., 1997).
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Multigenerational Transmission
Another component of the theoretical framework the researcher reflected upon prior to
deriving the final phenomenon of this study was Multigenerational transmission. This aspect of
the theoretical framework refers to the ways a parent passes strategies and emotional responses
to their child and extended family (The Bowen Center for the study of the Family, n.d.). The
researcher spoke to mothers and MGMs about the strategies and mindset they acquired from
their mothers.
Of the eight participating MGMs, four recalled positive sentiments about their mothers,
while three shared different experiences and their hesitation to implement practices from their
childhood. Regardless of their feelings about their own mothers, seven of the eight participants
elected to make changes to how they parented their own children, as well as their grandchildren
based upon their experiences with their own mothers. The MGMs in this study who served as cocaregivers with their daughter and grandchild with ASD displayed an overall openness to change
and willingness to learn from their daughters. Similarly, mothers sought input and support from
MGMs relating to the care of their child with ASD. These initial reflections by the researcher on
the FST/Bowen Theory provided a context for the analyses of the multi-layers of interviews and
emerging phenomenon.
Organization of Interview Data
The data collection process was complex and involved multiple interviews with multiple
participants. The researcher analyzed data within and across participant groups to gain a holistic
view of the phenomenon of mothers and MGMs co-caregiving for a child with ASD. The
analysis section is organized by the four layers of interview data: (1) Analysis of mothers’
collective experiences and themes derived, (2) analysis of MGM’s collective experiences and
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themes derived, (3) analysis of dyad’s collective experiences and themes derived, and (4)
analysis of dyad photos (photo-elicitation) and themes derived. Collectively, the researcher
combined emerging themes across these four layers of interviews to provide a summary of the
overall phenomenon of the lived experiences of mother and MGM dyads co-caregiving for an
elementary child with ASD.
Overarching Themes
The researcher provides detailed information about the themes that emerged for each of
the interviews. See Table 5 for an overview of the themes and the percentage of participants who
noted a specific theme. Some themes were unique to just mothers’ experiences or just MGM’s
experiences. Other themes were cross-cutting, expressed fluidly throughout the four layers of the
interview process. The researcher synthesizes these layers to describe the overall phenomenon of
the lived experiences of mothers and MGMs (dyads) co-caregiving for an elementary-aged child
with ASD.
Using Hill et al.’s (1997) categories, the researcher categorized each theme as general,
typical, or variant in Table 5. Themes identified as “typical” or “general” were included within
the overall phenomenon, as they represented a majority of the participants’ views and signified a
shared experience. Variant themes were coded and set aside for consideration in future research.
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Table 5: Review of Recurrent Themes
Data Analyzed
Mothers
MGMs
Dyads

Photos selected
by dyads

Recurrent Themes
1. Need for respite provided by MGM
2. Reduction in stress due to MGM’s support
1. MGM following mom’s lead
2. Multigenerational change
1. Mutual respect
2. Relationship change following a diagnosis of
autism
3. Differences in addressing challenging
behaviors
4. Alignment of shared vision
1. Perceptions of support

Frequency
1. Typical (75%)
2. General (100%)
1. Typical (75%)
2. Typical (87.5%)
1. Typical (62.5%)
2. Typical (62.5%)
3. Typical (75%)
4. Typical (87.5%)

1. General (100%)

Mothers’ Experiences
Eight mothers participated in the study, ranging in ages from 29 to 56. Seven mothers
each had one child with ASD, while one mother had two children with ASD. Each mother had a
unique perspective on the role of their mother (MGM) in their lives. Recurrent themes that arose
across most participating mothers are provided in Table 5. As seen in Figure 2, the emergent
themes from mothers’ interviews were the need for respite provided by MGM and the reduction
in stress due to MGM’s support.

Figure 2: Emerging Themes from Mothers’ Interviews
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Theme 1: Need for Respite Provided by MGM
Every mother shared unique experiences as a co-caregiver, but a common theme was a
need for respite provided by the MGM in their lives. Of the eight mothers interviewed, six (75%)
mentioned the MGMs provided them the opportunity for respite. The typical (Hill et al., 1997)
aspect of this theme included the need for mothers to have the opportunity to “walk away,” take
“breaks,” “take a moment,” or take a nap or bath independently.
Laura expanded on this theme noting her mother is always willing to help. She recalled
when her son was born, “My mom would come to the hospital, so that I could recover, and then
she would do the same thing whenever I was at home.” She emphasized the importance of her
mother’s engagement: “She’s not like going to take a passive role in his life, she’s involved and
willing to be there whenever anything happens or whenever she’s needed.” Her mother cares for
her son and daughter while she naps. Naps are critical for Laura, as they allow her to refuel. She
is appreciative of the relief her mother provides, so she can take breaks.
Similarly, Susan vocalized the importance of taking breaks. Her mother provides these
opportunities. When Susan takes a break, it impacts her self-perception as a mother. Susan
shared, “I think I probably am a happier mom because I have her help with him, I get breaks.”
She continued, “And it gives me an hour or two to do the things I need to do…and that’s so
helpful.” Susan expressed a sense of relief because of the time granted to complete tasks
independently. Lynn and Susan live directly across the street from each other providing frequent
opportunities for her MGM to provide respite.
Diane and her mother, Eva, also live across the street from each other. Just as Susan’s
mother was able to give her temporary relief, Diane relies on her mother for breaks. Diane
balances many roles, including serving as Opal’s homeschool teacher. She shared the benefits of
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taking a break. She explained, “Well, for me particularly, it helps with stress because Opal's
homeschooled. So, at this point in time, she's with me all morning, and then after lunch, she
usually goes across the street to my mother's. So, I get a break.”
While some breaks consist of completing errands or academic tasks, Monica’s breaks
allow her to engage in self-care activities and collecting her thoughts. She referred to the shared
caregiving with her mother as “co-parenting,” and explained, “With the co-parenting, of course
you know that means I can still take a shower by myself, which is really nice, and not an option
for a lot of other people, so that's really nice. Things like that become an opportunity.” Other
than engaging in self-care, Monica discussed the importance of taking time to gather her
thoughts. She said, “But the co-caregiving part, whenever you're really stressed, like I said, you
have the opportunity and the option to walk away, to take a moment before dealing because
sometimes that's important.” She spoke about her son; “When he screams and cries and it's really
hard, you have the opportunity to walk away. Where, I feel like a lot of parents don't, and they're
stuck in those moments, and it makes it so much harder. I have the option to say, ‘I need a
minute.’ It really, really helps.”
Jessica also mentioned her mother will help “kind of gauge” how to “handle Kennedy.”
Jessica’s mother will remind her to “calm it down,” share a different perspective, and say “just
go away, I’ll take care of this.” While Jessica may not explicitly ask for a break, her mother
knows when she needs to step away for a moment. Jessica shared that helping her daughter with
math homework can be a challenging endeavor, as math is “not my strong suit”. She said, “I get
so ill, and Kennedy knows it- and Kennedy will play like I don’t know how to do this, and I’m
like you know how to add, we've done this before, and I will get so frustrated and my mom's
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literally like, go away.” Jessica reflected upon the importance of being able to take a break while
her mother cares for her child.
Kerry described the trio’s common routine of spending nights at grandma’s house. She
said, “And we spend the night there. So, anything he needs to do, we just kind of try to tag team
so, you know, I can relax for that.” Tabitha usually cooks dinner with her grandson, and they
take breaks and trade responsibilities as to who works on projects and homework with him.
Kerry’s mother works with children with special needs and knows how to de-escalate situations.
When the trio spends the night together, Tabitha will often help Kerry manage behavioral
challenges with her son, or she will say, “Go, go into another room for two minutes. I've got
him.” Kerry shared that she appreciates when her mother suggests for her to take a break. She
laughed, “Oh yeah, I tell I tell her to leave too. I'm like, ‘Get out.’”
Overall, most of the participating mothers provided examples of how their own mother
(MGM) provided the opportunity for respite. Some mothers took this time to complete tasks
around the house or schoolwork, while others engaged in self-care activities such as taking a bath
or a nap. Regardless of the activity, mothers viewed the chance to “walk away,” or “go in the
other room,” as “helpful.”
Theme 2: Reduction in Stress due to MGMs’ Support
Of the eight participating mothers, all mothers (100%) reported an overall theme of
reduction of stress due to the support received from MGMs. The general (Hill et al., 1997)
aspect included examples of ways their mothers’ assistance helped; including “de-escalation,”
ensuring “safety,” “support,” and being “on the same page.”
Laura shared her mother helps her simplify situations, “Sometimes I think like maybe I
overcomplicate things. And so, I think that she kind of helps me to be like things are a little bit
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more simple than we make them out to be.” Kerry verbalized that overall, her mother’s care
decreases her anxiety and helps her child “because she's been in the school district, so anytime a
kid gets upset, they have to act so quickly to de-escalate…her reaction time is super-fast.”
Other mothers used the words “support” and “comfortable” to describe the feeling
resulting from having their mothers as co-caregivers. Audrey expressed how her mother caring
for her daughter impacted her anxiety level: “I would say, decreasing.” She shared her mother is
“supportive,” and that she “know[s] … that Abby is safe with her.” Audrey expressed she knows
her child is “safe and comfortable” with her mom, so she “doesn’t have to worry.”
Elena also shared her mother is “supportive,” and her stress “decreases when she’s here.”
She also used the word “comfort” to describe the way her mother cares for her child. She said,
“my mom gives me that comfort of saying Okay, I know she's taken care of.” Elena spoke about
reasons why she appreciates her mother; “A. Amy loves to go see her, B. It helps me out
tremendously- mentally, physically.”
Jessica and Susan gave examples of daily routines and tasks supported by their mothers.
Jessica expressed her mother’s support decreases her stress. She said,
I mean if she wasn't here, my stress would be up here (gesturing) because then I would
have to worry about getting them on the bus because I would be late for work…Or,
getting them off the bus- who's going to be caring for them? She explained that
sometimes she gets phone calls from school and if she did not have her mother’s
assistance, it would be stressful- because I'd be waiting for that, that phone call after
school or that incident that happened.
Susan initially paused when asked if her mother increases or decreases her stress. Then,
she thought for a moment and said, “By and large I think her help helps me.” She continued,
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I think a majority of it decreases my stress level because if there's a change in schedule
that I can't accommodate because of work, I know that she'll step up and fulfill that need.
If I need to go home to work early for whatever reason and I can't take the kids one day,
the kids are sick, she's always typically there to try to help me in some way. Even if it's
not a full day but will watch them a half day so I can do things and that sort of stuff. So, I
think by and large that is extremely helpful.
Other mothers shared their mothers “help” reduce their stress levels. Monica said, “Yeah,
it helps my stress level, a lot like a great deal, because she is there, like, I'm not alone.” Diane
also shared that her mother’s support decreases her stress. She said, “But as far as like coparenting with my mother, there's literally no stress because we're kind of all on the same page.”
All the participating mothers within this study reported a decrease in overall stress, due to
the partnership and support provided by MGMs as co-caregivers. The MGMs helped with
various tasks including watching the children, transporting them to activities and school, and
stepping in during changes in scheduling.
Maternal Grandmothers’ Experiences
Eight MGMs participated in the study, ranging in age from 48 to 77. Seven were MGMs
to one child with ASD, while one MGM had two grandchildren with ASD. Each MGM had a
unique perspective on the role they played as a co-caregivers to a grandchild(ren) with ASD.
Recurrent themes that arose across most participating grandmothers are provided in Table 5.
The researcher analyzed each transcript to extract significant statements related to the
co-caregiving relationship between mothers and MGMs. Significant statements and themes then
were compared between dyads. As seen in Figure 3, themes that emerged from MGMs’
interviews were: MGM following mom’s lead and multigenerational change.
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Figure 3: Emerging Themes from MGMs’ Interviews
Theme 1: MGM Following Mom’s Lead
Of the eight MGMs participating in this study, six (75%) detailed the importance of
following their daughter’s lead when co-caregiving for their grandchild with ASD. When
addressing the typical (Hill et al., 1997) aspect, MGMs spoke of their role as a secondary
caregiver, with their daughter as the primary caregiver, in charge of the overall decisions
including scheduling and managing challenging behaviors.
Betty described Laura as a “disciplinarian” and “leader.” Betty said, “I just follow the
leader, pretty much. I have learned a lot from Laura. So, I kind of just, whatever she teaches me,
and I just kind of follow whatever I've learned from her.”
Betty shared that Laura makes suggestions regarding ways to approach her son’s
behaviors. Laura says, “No mom, you've got to do it like this because they got to have
consequences,” and Betty shared that she will “try to remember everything that she tells me and
it really is a different kind of; you have to approach it differently, different kind of mindset.”
Further, Betty described her role as a caregiver to be the “backup eyes and ears and continuing to
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make sure he's okay…and I continue her job more or less. That's my natural role, is just make
sure he's okay and safe.”
Tiffany shared she loves having her granddaughter around, but shared that she’s “had her
turn,” with parenting. She said, “I strongly feel that she's [Audrey] the one who has to make
parenting decisions, not necessarily me. I assist and suggest, but it's not pushy about it.”
Terri spoke about her responsibilities as a co-caregiver to two grandchildren with ASD.
She mentioned at times she is “a lot more stricter than she probably is, and I think she should be
stricter.” She continued, “But then there again, she's the mama, she has to deal with them daily
too.” Although Terri expressed differing opinions regarding discipline, she respects her
daughter’s lead. She said, “I gotta step back. Even though I'm here all the time, I got to step back
and let them do and just step in when I need to, but not take over.”
Tabitha smiled while describing her role as a grandmother. She said, “Oh, it's amazing.
It's wonderful. I'm Grandma. It's the best, you know it's hard with those autism, I know that you
have to stay consistent with a lot of things…” She continued, “I'm not mom, I'm not enforcing
the rules every single day. And when I see them, it's fun and games, but we carry the same rules,
I make sure.” Tabitha continued, “whatever rules she has for him that I follow them. So, it's fun,
it's just harder being Grammy, because I have to be that, and not the teacher or not the mom.”
She shared she “really supports” her daughter “because she’s the main caregiver and I just kind
of support her.”
When Tessa described her role as a co-caregiver to her daughter, she said,
As it relates to co-caregiving, I try and keep it minimal. I know that sounds counter
whatever, but I try and keep it minimal. The relation is I help when I can. I provide
advice or information when I can, and I support when I can, and I let you lead on the
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decisions about her care and her response and you educating me on the best way to
support her and all of that. That's my goal. My goal is to be secondary and not primary.
She continued, “our relationship is to make sure I stay in the back seat and her mother [Elena]
stays in the front seat. That's our relationship.” She said, “If we’re together… I just step back.”
Just as other MGMs described how they follow their daughter’s lead, Lynn also said,
“she puts out the directive, and I'm to try to follow it, to the best of my ability.” She mentioned
following her daughter can be “difficult, because we have different ideas and bottom line is she
gets to… it's her child, she gets to make the rules.” Lynn shared, “I just have to follow direction,
and it's hard when you've raised your own kids and you think that you might know something…”
Lynn follows her daughter’s directives, even when she feels she “doesn’t really have a
say.” She continued,
The stress is that I don’t really have a say, even though I’m co-caring, I always have to
defer to the way she feels is the best way, and even if I think that maybe we should try
this way, you have to defer to her. She’s the parent. She gets the final say, even though I
feel like we are both in it together.
When discussing behavioral challenges displayed by her grandson, Lynn said when “he's
doing the behavior with both of us, I'm to step aside and let her handle it and just be a watcher in
that…If we're together, she's the handler.”
Across semi-structured interviews, the researcher noticed a majority of MGMs discussed
how they follow their daughter’s directives and wishes for their grandchild. They used terms like
“step back,” “defer to her,” and “backup eyes and ears,” to refer to their role as co-caregivers for
their grandchild with ASD.
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Theme 2: Multigenerational Change
Regardless of the way each MGM described her own mother and childhood, seven of the
eight MGMs (87.5%) described the typical (Hill et al., 1997) practices their own mothers
engaged in previously they wanted to change as they formed their own parenting and coparenting styles. Every MGM (with the exclusion of the one MGM whose mother passed when
she was young) made changes based on their childhood experiences. Three MGMs shared their
mothers were “not loving,” which in turn, made them more loving towards their children and
grandchildren. Other MGMs described their childhood experiences included corporal
punishment such as “washing mouths out” with soap, “slapping,” and “spanking.”
Tessa shared she learned to take motherhood “very seriously” from her mother, and that
“motherhood is a selection.” When asked to describe caregiving strategies she learned from her
mother, she said, “I'm going to say the strategies I learned from my mother to deal with Elena
and Amy are the strategies that I did not learn from my mother.” She elaborated, “I decided not
to take with me, to not share that love. So, hugs are required. Cuddles and kisses and all the
things that I did not get is what I bring to this situation. Verbal praise.”
Overall, the MGMs displayed a willingness to change, along with an interest in parenting
their own child differently than how they were raised. Maternal grandmothers shared they
wanted to shy away from using “threats,” “soap,” and “spanking” or “hitting” as means of
discipline. Instead, they chose to adopt “required” hugs, kisses before leaving the house,
cuddling, and overall being more “lovey dovey,” when compared to their own mothers.
Dyadic Experiences/Shared Sentiments
Following separate interviews with the mother and MGM, the researcher met with each
dyad (mother and MGM) to discuss their collective experiences in co-caregiving. Common
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themes across mother and MGM dyads were categorized using Colaizzi’s (1978) method of data
analysis. As seen in Figure 4, themes that emerged from dyadic interviews were: mutual respect,
relationship change following a diagnosis of ASD, differences in addressing challenging
behaviors, and alignment of shared vision.

Figure 4: Emerging Themes from Dyadic Interviews
Dyad’s Experiences
Theme 1: Mutual Respect
During the dyadic interviews, mothers and MGMs engaged in dialogue regarding the way
they engaged in co-caregiving with their counterparts. The researcher asked dyads to describe
any positive impacts of their relationship as co-caregivers. Of the eight dyads interviewed, the
researcher included quotes and statements from five dyads (62.5%) with an overarching theme of
“mutual respect.” The typical theme (Hill et al., 1997) consisted of three dyads which explicitly
used the word “respect,” two dyads mentioned “valuing input” or “being open to each other’s
ideas,” while the fifth discussed supporting the “other person.” The researcher coded these
descriptions of their relationships as “mutual respect.”
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When asked to describe positive impacts of their relationship as co-caregivers, Betty said
“I would say the respect.” Her daughter, Laura agreed, “Yeah. That’s a big one.” Betty
continued, “Yeah, respect is a really big one. I respect her, and we listen to each other.” Laura
chimed in, “I was going to say, we listen to each other. That's been the biggest thing…”
Audrey expressed the value she places on her mother’s perspectives reflecting her
respect, “I value her input and she's with her a lot, she sees a lot and I value her input.” Tiffany
shared her input on her daughter’s parenting and the ability to share her perspectives. Tiffany
said, “She should make the big decisions, I will follow what she wants. And if I have something
to say, she listens.”
Monica and Joy described how they respect boundaries within their co-caregiving
household. Joy said,
We just have to constantly remind each other and respect I think is the biggest thing. We
have to be able to respect his boundaries and respect each other's, and to be honest with
each other. If I'm going to go to a store and I say, I'm going to be gone for an hour, I need
to be gone for an hour, not two, three, four hours, because then that's taken advantage of
the other person.
Monica agreed and added,
Yeah. And if I'm out and I notice I'm going to be out longer, I make sure to let her know,
even if I think she might not be happy that I'm going to be gone longer than I originally
said, I like to still say and let her know, because at the end of the day, it's more respectful
to do that than to just disappear on somebody.
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Joy spoke about respect within co-parenting, “Whenever you are having to co-parent,
whenever there's autism or whatever the disability may, it's just important to respect people and
learn to get past the monotony of everything.”
Tabitha spoke about mutual support and respect within her relationship with Kerry. She
said, “…we truly try to support the other person. Like if Kerry says, I don't want to do this, and I
truly try and support what she has said. And I think vice versa, she's just like the same way.”
Diane and Eva often spoke about their experiences “together,” Diane described their cocaregiving relationship as collaborative [reflecting respect for each other], “It’s been very
collaborative. I that's the best way to say it is that if we weren't working together, it wouldn't
work. If we weren't open to each other's ideas, it wouldn't work. We would've killed each other
by now, seriously.”
Both mothers and MGMs expressed their respect for each other by describing ways they
listen to each other’s ideas, engage in decision making processes, and value each other’s input.
Mothers and MGMs reciprocated these sentiments during dyadic interviews.
Theme 2: Relationship Change Following a Diagnosis of Autism
The researcher asked mothers and MGMs to describe the impact of the diagnosis of ASD
on their relationship as co-caregivers. The dyads shared their experiences over time, and ways
they have adjusted to these changes. Within this typical theme (Hill et al., 1997), five of the eight
(62.5%) dyads revealed their relationships changed (often for the “better”) after their child
received a diagnosis of ASD. The remaining three dyads felt their relationship remained the
“same,” or that there were no changes to their relationship following the diagnosis.
Laura and Betty discussed the changes in their relationship surrounding Jeffrey’s
diagnosis of autism. Laura reminisced, “I think we just all felt so much better.” Betty shared her
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hesitancy, “I think Laura felt better. I wasn't convinced so much, until time progressed. I guess it
just came together…” Laura continued, “I think you needed to see him getting support for
autism…to be like, "Oh, this is the correct diagnosis because it's helping him get what he needs."
I think at first it…I think our relationship changed.” Betty agreed.
Betty said that when her Laura noticed delays in Jeffrey’s developmental milestones, she
reminisced upon raising her son. She said, “You see mine did the same thing. Oh, that's just a
boy for you. They're just a little delayed,” but her viewpoint changed once she realized he had an
“official diagnosis” of ASD. Laura and Betty described the improvements they saw through
therapies, and how Jeffrey “started getting better.” Laura concluded, “I felt it was really the start
of us, like explicitly being able to communicate with each other. I wasn't afraid to say, ‘I feel so
much better after getting this diagnosis,’ and she wasn't afraid to say, ‘I think you should get a
second opinion.’"
Abby’s diagnosis of ASD prompted a change in Audrey and Tiffany’s relationship with
their child/grandchild. When Audrey learned of the diagnosis, she was “surprised.” She
remembered,
I was surprised at the diagnosis. I was. I mean, I knew that she had these quirks and that
she was language delayed, and she had developmental delays with some things. But I was
a little... I mean, I get it, and I'm not in denial, but it was a little surprised. It was I didn't
go looking for a diagnosis at all. We were trying to figure out what was going on. I didn't
necessarily think that's what it was.
Tiffany agreed that once they received the diagnosis, they were able to “better understand
Abby.”
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When asked if anything changed within their co-caregiving relationship upon diagnosis,
Jessica mentioned that her mother moved in to help care for the children. Jessica laughed, “I
think it's gotten better. I mean, homegirl moved in.” Terri agreed, “I was going to say I felt like I
was living here most of the times, especially after I retired.” While they both discussed the
increased “stress” they experienced, Jessica reflected, “So I think that's a positive thing just in
her mental and physical health…So I think having her here, not just as a caregiver, but in general
having here her, I think it helps her stay young.” Terri agreed. They shared how they “divide and
conquer” to get things done for the kids.
Monica and Joy discussed what changed following Lenny’s diagnosis. Joy said, “I think
it changed a lot.” Monica mirrored her sentiment, “Yeah, it changed a lot.” Joy reminisced,
I think it really, really changed a lot because before when Lenny was... we knew
something wasn't quite right with him, we just didn't know what it was. And there were
certain times where he would do things and we would get so mad, so frustrated over it, or
I didn't see what the big deal was with things, but she did. After we got the diagnosis,
everything started making more sense. The more we researched it, the more doctors we
talked to, and we found out a lot of the things that he does was normal for him. And I
think as far as our relationship goes before, I felt like we were battling each other on what
did you do to cause him to get crazy? What did you do? Why is he screaming like this? I
felt like I was always blaming her, or she was always blaming me.
Monica continued, “And I'd always be like, Mom, I haven't done anything. I don't know what his
problem is. He would just be screaming or going crazy, and I would've no idea why or what. It
was hard.”
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Joy concluded,
Yeah. After the diagnosis, it was like, Oh, well, okay…So all of that screaming is
normal, it's not that he hates her or hates me at that moment. So, it made us
stronger, as far as, we had a better understanding of the situation, and we didn't blame
each other as much for things.
Both Susan and Lynn mentioned the recurring feeling of “guilt,” following the diagnosis,
due to additional caregiving responsibilities. Susan discussed the responsibilities she places on
her mother. She said, “It's probably also challenging for my mom, from her schedule, and
integrating a child into your life when you thought you were done raising children.” She
clarified,
I don’t think my mom makes me feel guilty… it's just you feel that way yourself because
you don't want to inconvenience other people if you're a decent human being. You want
to make sure you're respectful of other people's time.
Lynn mentioned “guilt” as well. She shared she wants to maintain a sense of consistency
for Trevor and “accommodate his expectations.” She referenced the “guilt of always feeling like
I have to be there, or I'm going to set him back.” She shared how she alters her daily routines to
care for him, “I make my hair appointments for when I don't have to be there for him, or I make
dentist appointments. I feel like I still am raising children in some regards.” She discussed going
on vacation, “Everybody would have to change their life if I decided to go...” She clarified, “I'm
not saying she [Susan] would put guilt on me by any means. It would be a purely my own feeling
to not want to.”
Mothers and MGMs reported an increase in understanding of each other and of their
child/grandchild upon receiving a diagnosis of ASD. Three dyads expressed the challenges of
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trying to understand their child’s behaviors prior to receiving a diagnosis, and the feeling of
relief or “understanding” upon diagnosis.
Theme 3: Differences in Addressing Challenging Behaviors
Of the eight dyads, all discussed how they collectively handle “challenging” behaviors.
The researcher did not define “challenging behavior,” but instead, allowed dyads to respond
organically without providing a definition. Within this typical theme (Hill et al., 1997), six dyads
(75%) described the differences in their responses to behavior management. Four mothers
viewed MGMs as “giving in quicker,” being “soft,” “spoiling,” or “going easy,” on their child
while one mother described the “toe stepping” that occurred as a result of differences in
addressing behaviors.
Laura said,
I think I would say, our tone is the only thing that's different, as far as expectation goes,
because I might... not to say that I have a higher expectation than my mom, but to say that
like, I always go to the firmer reaction when [Jeffrey] doesn’t meet that expectation. And
I think mom will go to like a softer tone.
She continued, “Because, a lot of times I would tell mom, I would say things like, don't
go easy on him. You know what I mean? Because I would be very strict.” Laura turned to her
mother and said, “You're a softie!” Betty laughed and responded “I know! That's what she calls
me, a softie.”
Audrey spoke about the differences between how she and her mother Tiffany differ in the
way they respond to Abby’s behaviors. She said, “I sometimes feel maybe I'm a little bit stricter
because I'm mom.” She continued,
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I'm probably little strict from the discipline side of things just because I have to be. She
has to mind her manners and her mouth and like any seven-year-old has to do- typical, or
any kid. So, I'm probably a little stricter on her in that way because it's grandparents'
privilege to spoil a little bit. That's grandparents…
Tiffany said, “Yeah. I mean, I'm not the mom, and I would never... I don't really believe
in spanking or yelling. I raise my voice and that gets her attention, and then I feel bad that I raise
my voice.” Audrey disagreed,
I don't feel bad because all kids have to learn to mind. I mean she's also smart enough to
be a little bit manipulative too. She is. She's pretty smart. And she can manipulate a little
bit… she knows where Grammy's soft spots [are].
Elena expressed her mother, Tessa “spoils” her daughter, Amy. She said, “My mom still
spoils her a little bit more than I would. I mean, I spoil her, but my mom gives in a little bit
quicker.” Tessa explained, “That's what grandmas do.” She continued,
But yeah, I mean that would be what differs, to be a little bit more disciplined. I don't
know, a little bit more strict. But I feel the method of... What I've seen Amy thrive in is
just love. There is no special trick, no medicine and all. It's just nurturing- and so that's
what I stick to. I stick to nurturing.
Jennifer referenced “toe stepping” and “blurred lines” when discussing how she views
managing behaviors with her mother, Tina. Jennifer said, “I expect something, like if they're
screaming… or you hear a big crash, I almost expect her to respond.” She continued, “But on the
flip side, when there's something else going on and I want to discipline or I want to handle it my
way, I feel like, I'm like, well, I'll do it.”
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Susan and Lynn engaged in the most conversational exchanges related to behavior
management strategies, compared to other dyads. They agreed they “diverge” on how to respond
to Trevor’s challenging behaviors. Susan said, “I try to do what the therapy people tell me to
do,” Susan spoke about the way her mother handles Trevor’s challenging behaviors, “I think
sometimes it looks different. And I also think, as a grandparent, any grandparent with any child
is going to be more permissive than the parent.”
Lynn responded, “I find myself doing more of talking him down off the cliff the way I
would handle it instead of the way they [ABA or Stephanie] handle it… and I think that's where
we differ.” She continued, “... I don't like to see full on meltdowns and screaming from any
child…whether they're autistic or not.” Susan acknowledged that it can be difficult to watch her
son cry. She spoke about the way her mother responds to Trevor’s behaviors, “I think sometimes
she gives in … And it's not that I don't think she's capable or valued, it's just I want him to get
through it the way they said …”
Susan concluded,
And I think sometimes when we have to have conversations about his care, it can get
stressful because we have different the opinions and sometimes that can be hard to
navigate when you're emotionally attached to the outcome, right? You want the best for
Trevor, and you think your way is probably better, so you have to have a discussion about
that. I think that can be hard.
Lynn was sure to explain, “I'm not mad at all. I just think that, again, I would handle it different
whether it was Trevor or my own children. I was never that tough.” She continued, “I want to
negotiate …But that's not how the therapist and Susan want to handle it. … and that's the
challenge between the two of us, I think.”
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Mothers and MGMs expressed the differences in the ways they individually handle their
child or grandchild’s “challenging behavior.” Overall, mothers were viewed as “strict,” whereas
MGMs daughters noted they were “soft,” or “spoiled” their grandkids.
Theme 4: Alignment in Shared Vision
The most frequent desires shared by mothers and MGMs collectively was for their
child/grandchild to be happy and independent. Within this typical theme (Hill et al., 1997), seven
dyads (87.5%) echoed their counterparts’ statements for their shared vision, sometimes adding
their own perspectives.
When asked what their shared vision is for Jeffrey, Laura said,
I think for me, I don't really care how it looks, as long as, it is creating equal opportunity
for him in any and every way possible. I don't have any like specific ways that I view it, I
just think for us, it looks like us giving him every opportunity to have and do whatever it
is that he wants to do. However, that looks like for him, that's what I care about. To me, it
doesn't have to look typical, it doesn't have to look like other kids, I don't care about that.
But I want it to be what he wants, and I think however, how that looks, we just want to
support him in that.
Laura’s mother shook her head in agreement. She said, “I think he's made so much growth in the
last, like year or two alone. I think if he even continues on that path, sky's limit for him. He can
do whatever he wants.”
When Tiffany spoke about their shared vision for her granddaughter, she mentioned,
Well, I think my vision is that I just want to see her be able to become independent and
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…have an independent life. She's smart and I know that children with autism, do go to
college and such- it might be a little different way of doing it, but they do it. She doesn't
have to... I think she can be what she wants to be.
Tiffany’s daughter, Audrey concurred. She said,
I agree. Yes. Yeah. I do. I think that we want her to have this as full and independent a
life as whatever she can, however that looks like. And it's too early now to rule anything
out or rule anything in. It really is. We just have to give her all the opportunities that she
can get.
Jessica and her mother Terri co-constructed their shared vision for their two children,
focusing on independence and safety. Jessica said, “So basically, our collective goal is to…” Her
mother interrupted, “Get them out on their own!” Jessica agreed, “Get them out on their own, get
them grown and get them gone.” Terri added in “Safely!” Jessica echoed her mother’s sentiment.
She said, “Safely. To their capacity, whether that be group home, whether that be higher
education, whether that be in the workforce, make sure they don't die- the ambulance isn’t called,
there are no ER visits- we’re good!” Terri concluded she hopes for her grandchildren “…to be
able to get educated, get a job that they like, and they can work at, and be happy- as happy as you
can be in this day and age right now. But to be happy and be able to go out and do things and
have fun!” Jessica expressed her agreement, “Yeah, I think the same thing- Just get them
educated and out on their own, any way possible!”
Monica expressed she wants for her son to “just be happy.” Her mother agreed, “Yeah.
Obviously, I want him to have a good education…” Monica wove their sentiments together. She
said, “I think we both have the same idea of a vision for him. We both want him to have a really
good education and just everything that he needs to be happy and healthy and succeed.”
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Tabitha and Kerry shared their collective vision for Lee. Tabitha said she hopes that he
will “succeed in the best that he can,” and to let him do what he “wants to do,” rather than what
his peers are doing. When asked if her vision for her son was the same as her mother’s, Kerry
said, “I feel they're pretty much in line. Like we don't want two separate things with Lee. We
want him to be happy, healthy, and successful.” Tabitha concluded, “I agree.”
Susan and Lynn discussed their shared vision for Trevor. Susan said, “I think both of us
want him to be as independent as possible as he grows up and to be able to achieve as much as
he's able to achieve…and I think that for him to just be a happy little guy.” Lynn added, “…and
to be an independent teenager, adult moving forward.” She said, “Well, I think we want the same
thing.” Susan agreed. She shared,
Yeah, I was going to say I don't think we are divergent on that. I mean, I think my mom
is very good about just letting her kids and Trevor also… live their lives and be happy.
And she's never been one to sort of tell us what to do…[She’s] never really been one to
tell us what to do with our life choices, and [it was] just ‘As long as you're happy, I'm
happy.’ And I think that I'm very much in the same way. I want my child to be as happy
as possible, as independent as possible…So I don't think we have this predefined notion
of where Trevor's going to be or where he's going to go. We just want to make sure that
he can do the best that he can for himself on his own with what he wants to achieve for
himself.
As Diane and Eva constructed their shared vision, Diane said that she hopes her daughter
“lives an independent life. That she's a contributing member of whatever community she lives in
and that she's happy.” Eva agreed and said, “Yeah, number one [is] happy.”
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When it was Tessa and Elena’s time to express their shared vision, Tessa said, “Our
shared vision is exactly what she's doing right now, being loved and thriving.” Elena listened
intently but did not add other sentiments.
Mothers and MGMs co-constructed their collective vision for their child/grandchild, as
co-caregivers. Interestingly, a majority of the dyads mutually expressed agreement as their
counterpart spoke. The most common vision was for their child/grandchild to be “independent”
and “happy,” with other wishes for the child to have “equal opportunities,” do their “best,” and
have a “good education.”
Photo-Elicited Interviewing
In the four layers of data analysis, the researcher asked each participant to share multiple
photos during the interview process. The specifications for these pictures were as follows: The
first was representative of their relationship with their co-caregiving counterpart (either mother
or MGM). The second photo centered on their individual relationship with their child/grandchild
with ASD. Lastly, dyads selected one photo representative of their relationship as co-caregivers.
The researcher initially asked participants to provide a photo exclusive of any identifiable
facial features, or to include photos with blurred facial features. However, several families
wanted to share photos with facial features to represent the emotions of the image. The
researcher permitted the participants to use photos of their choosing during the interviews with
agreed blurring of images for publications or presentations. The researcher collected a total of 42
photos from participants. Each mother submitted two photos and each grandmother submitted
two photos. One dyad included two additional photos of another child since they spoke about
two different children. Each dyad (n=8) submitted an additional photo together.
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Since the primary focus of this phenomenological study was to understand the lived
experiences of mothers and MGMs co-caregiving for a child with ASD, the researcher decided to
analyze the eight agreed upon images presented by the dyad. This one image was instructed to
represent their relationship as co-caregivers. The dyads then were asked to talk about how the
image represented their co-caregiving relationship. The researcher used the same systematic
process (Colaizzi, 1978) to analyze the eight dyad photos to identify themes that emerged from
the interview of the dyads about each photo.

Figure 5: Photos of Co-Caregiving
Visual Analysis of Photos
Figure 5 displays collective images of the dyads’ photo-elicited images. Collectively, six
(75%) of the photos displayed at least one family member (mother, MGM, sibling, father, and/or
child with ASD) looking toward the camera. Five of the photos displayed family members with
smiles on their faces. Six of the eight (67%) images contained two or more family members.
While a majority of the dyads submitted family photos (67%), two dyads (25%) selected
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symbolic stock images without recognizable family members. The researcher conducted a
thorough analysis of the transcripts, in which dyads shared their reasoning in selecting the
specific photos.
Analysis of Photo Descriptions
In order to gain a thick, rich description of the dyad’s experiences depicted in the photos,
the researcher asked the dyads to collectively share why they selected the specific images to
represent their relationship as co-caregivers. The researcher encouraged dyads to share “any
deeper meaning” or “significance” of the photo they selected. Some dyads provided elaborate
descriptions of the images and their meanings, while other dyads chose to respond with concise
descriptions. Photo descriptions ranged from 97 to 465 words, with an average response of 216
words per description.
Following the data collection, the researcher engaged in visual analysis of the images and
content analysis of the experiences shared and displayed within each photo. The researcher
separated each portion of the transcripts related to the photos and analyzed the photos and
transcripts using Colaizi’s (1978) seven step method of data analysis. As seen in Figure 6, the
overall theme that emerged from photos shared by dyads was perceptions of support.

Figure 6:Emerging Themes from Photos Shared by Dyads
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Perceptions of Support
All eight dyads (100%) verbally described their perception of support when discussing
their image. Within this general theme (Hill et al., 1997), the participants used words such as
“help,” “supportive,” “foundational,” and “support each other.” Further, they described their
support as a dyad, often using words that expressed partnership/co-caregiving, such as “we,”
“work together,” “just me and her,” “both of us,” “our relationship,” “the other parent,” and “coparent.” Within dyadic dialogue, participants described their perceptions of support, as
represented in the photos.
Laura and Betty shared a symbolic stock photo of two gloved hands placing a brick on
mortar, as if building a wall or structure, reflecting their thoughts on support. When asked why
they selected the photo, Laura shared “…the idea of support keeps coming to mind… and so, I
think that we need to do something that has to do with a building, or like something being
supported…foundational.” She remarked, “we're just really supportive in general. And so, I
thought that would be a good idea.” Betty chimed in, “I think it's both of us,” to which Laura
responded, “I agree. It's both of us. I think that we're both the bricks and the brick layer. Like we
had to put all the pieces there, but then we also are the pieces, like we had to do that.” Laura and
Betty conceptualized the support they share as foundational. They noted the brick laying was a
metaphor for their relationship and the support they provided as caregivers was something they
noted they constructed together.
Kerry and Tabitha shared a photo of the two of them with their child/grandchild, Lee. Lee
sat between Tabitha and Kerry, as they placed their faces next to his, smiling. Their explanation
again reflected a clear theme of support for each other. They shared the photo was taken at a fair,
before the COVID pandemic. Tabitha reminisced, “Can't wait ‘till COVID is over so we can do
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those things again.” She continued, “Whether it’s outside of the home or, or at the county fair or
whatever, Kerry and I just support each other and support Lee.” Kerry expressed her agreement,
“I agree. We kind of came to that conclusion together that, we support each other outside and
this is a good photo that represents that.” As Kerry detailed, support includes all three of themKerry, Tabitha, and Lee.
Jessica and Terri also discussed outings and the way they distribute care during these
events – another example of supporting each other. Since Jessica and Terri are co-caregivers to
six children, two with ASD, Jessica discussed the way they “assign a buddy” or multiple buddies
when they go out in public. She shared, “We do that a lot when we go out in public, is you have
your buddy, you're assigned to that buddy, and that's who you stick with. So, if that child ends up
having a meltdown, is over stimulated, that is your buddy.”
While describing this photo, Jessica explained her husband often is unable to go to
events or outings, due to his career obligations. She said, “That’s the abnormal picture of him
actually being present. Normally, it's me and her who, she is literally the other parent. I wonder if
people who see us often think that we’re a couple. Just an odd couple.” She continued describing
how her mother supports the family as a co-caregiver, “Normally, it’s just me and her at the
events. Touch a truck, just me and her. Gymnastics, just me and her.” Jessica shared she views
her mother as the “other parent,” including caring for her grandchildren, helping with
“meltdowns,” and attending events together.
Diane and Eva rely on support from each other for outings and special events. Diane and
Eva selected a photo of Opal sitting on the floor in a pirate costume, displaying a surprised,
smiling face. Diane described a time when the three of them visited Legoland for Opal’s
birthday. They agreed the reason they support each other is because of Opal. Diane said,
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“…she’s the whole reason why we do what we do,” as Eva agreed “Yeah, right, exactly.” Diane
continued, “And that expression on her face is why we do what we do.” As Diane discussed
Opal’s pirate birthday, she said, “My mother and I took her to Legoland, just the three of us…the
three of us worked together to open up that [treasure] box. And this is what happened, she’s just
that happy.” The dyad shared their affinity spending time together as a trio- Diane, Eva, and
Opal. Throughout the interview, Diane and Eva returned to the topic of working together,
resulting in Opal’s happiness. Support for this dyad included collaboration and attending outings
and events together.
Audrey and Tiffany selected a photo where they displayed crafts they made with Abby,
Audrey’s daughter, and Tiffany’s granddaughter. Audrey chose to hold the colorful fish up to her
face, for privacy purposes. Tiffany decided to cover her face with a frog mask she created with
her grandchild. They described the ways the three of them interact together to complete activities
and how they (mother and MGM) provide support to each other during these interactions.
Audrey shared, “So, it’s like we work because Abby ‘s very artistic. So, together, we brought
this together so she could do this project. And these are two of the results of the project.” She
said, “So, us working together is… these are the results is her art.” Audrey continued,
complimenting her mother’s art abilities, “And my mom's artistic, so they like to work together
and do it. So, I feel like we work together towards that, and that's a result.” Audrey shared that
they “worked together knowing this is what Abby likes, arts.”
Joy and Monica recalled outings as a trio. This dyad shared a photo Joy described as
“rare,” featuring the three of them together. They discussed the ways in which they support each
other, including engaging in activities together with their child/grandchild. Joy shared,
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We’re always trying to find something to do and entertaining, to get out of the house.
When you’re not in the house, it seems like you’re not dealing with so much chaos. And
if you’re out and about, it’s an adventure. We're always going somewhere and doing
something.
She continued, “I think that’s the big part of the co-parenting is being able to be
spontaneous and take life at the moment sometimes. Everything don’t need to be so serious. So
that was just, we was all acting silly and headed on our next adventure.” Monica echoed her
mother’s sentiment, “I agree with what she says, just represents to have fun with it, don’t be so
serious.” Like other dyads, Monica and Joy detailed events and activities they attended with
Lenny as a location where support continuously occurs. The dyad vocalized the need to be
“silly” and “have fun with it” as a way to support one another.
The photos that the dyads chose were not limited to family photographs. Susan and Lynn
selected a comic (see Figure 5, Image D) of two dragons engaged in a disagreement over cooling
off a bowl of soup. This dyad shared a unique perspective to support each other among the
“challenges” faced with co-caregiving. They discussed the importance of humor within their cocaregiving relationship. Susan shared,
I think we both have a pretty good sense of humor, and this is funny, and I think you
have to have a sense of humor to help you get through the challenges of trying to coparent a child…I also think it’s funny because they look alike, they are a lot alike, but
you have one kind of bossing the other one around. And when both of us looked at this,
we kind of both assume the other one was the one doing the bossing and that's funny and
also kind of indicative of maybe some of the challenges that we faced that you were
asking us about in a fun way.
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Lynn chimed in, “Totally what she said.” The duo highlighted the challenges faced within their
co-caregiving relationship but maintained the importance of support through humor. Susan and
Lynn presented their perspective of support, while being transparent about challenges faced as
well.
Tessa and Elena chose a photo (see Figure 5, Image A) of Elena with her children. In the
photo, Elena holds one of her children as her daughter with ASD climbs on the back of her chair.
Elena glares at the camera with a straight face. Tessa discussed the type of support her daughter,
Elena needs. She shared her view of the multiple roles Elena plays as a “mother, wife, caregiver,
housekeeper, and bread winner.” She shared, “…that represents our photo of caregiving. Because
this is her [Elena] saying, I can't get nothing done. I'm in my house robe. I got one [child] in the
bottom…so he try to get attention, Amy climbing on the chair trying to get attention, and move
around and shaking.” Tessa described the photo in terms of the support her daughter, Elena
needs. She said, “So, they’re all clamoring and Elena’s like help, please! So, that’s our
relationship.” Elena agreed, she said “Pretty much the same. Just help. This is my cry for help
because I always got these two, as you can see.” Tessa continued, “…this is our relationship,
being Elena reaching out to me saying help. That’s out relationship as co-caregivers.” Tessa
explained that while Elena would like her help often, Tessa works and has a full schedule. She
concluded, “I’ll help you when I can.”
As each dyad described the photos they selected to represent their relationship as cocaregivers, they expressed words of support. All dyads connected the images to descriptions of
ways they support each other.

91

Photo Elicitation Summary
The purpose of this study was to uncover the lived experiences of mothers and MGMs
co-caregiving for an elementary-aged child with ASD. The photo-elicited portions of each
interview provided insight into ways mothers and MGMs perceive support, and how they
visually represent their relationship with one another.
Each dyad shared unique perceptions of support. From birthday trips together, to having a
sense of humor, to assigning a buddy while in public, all dyads described the support needed and
received by their co-caregiving counterpart. The stories shared during the photo-elicitation
portion of the dyadic interviews served as a supplemental source of information to further
support the overall experiences and insight expressed during the interview process as a whole.
Summary of the Phenomenon of Co-Caregiving
The purpose of this phenomenological study was to capture the essence and nuances
(Husserl, 1970; Van Manen, 1997) of the studied phenomenon: the co-caregiving experiences of
mother and MGM dyads caring for an elementary-aged child with ASD. The researcher, through
four layers of interviews with mothers and MGMs, conducted a multi-level analyses of the
themes that emerged. Common experiences shared by mothers, MGMs, and the dyads across all
phases of data collection formed the overall phenomenon of co-caregiving for an elementaryaged child with ASD.
The phenomenon of co-caregiving within this study consisted of mothers and MGMs as a
dynamic, yet supportive relationship consisting of mutual respect in their roles as co-caregivers
to an elementary-aged child with ASD. The overarching discussion of “support” between the
mothers and MGMs arose across all phases of the interviews, including the photo-elicited
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interviewing. Mothers described the support provided by MGMs as co-caregivers, as reducing
their stress while valuing the opportunities for respite provided by MGMs.
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CHAPTER FIVE: DISCUSSION
Introduction
The CDC maintains a tracking system through the Autism and Developmental
Disabilities Monitoring (ADDM) Network to report the prevalence of ASD. In the year 2000, the
prevalence of ASD was 1 in every 150 children. According to the most recent ADDM report in
2018, the prevalence increased to 1 in every 44 children, with over 75 million people globally
having a diagnosis of ASD (Maenner et al., 2021). The percentage of children within the 75
million diagnosed is unknown. The caregiving arrangements, educational practices, and
healthcare situations of the 75 million also is unknown and varies across the globe. The specific
role of those who provide support in critical areas of need, such as caregiving, is just beginning
to emerge in the literature (Findler, 2000; Hillman et al., 2017; Hillman et al., 2019; Trindade et
al., 2020). Yet, no data currently exists to quantify the number involved or how the role of
mothers and MGMs provide care collaboratively for children with ASD.
Therefore, the researcher in this study attempted to describe the overall phenomenon of
mothers and MGMs co-caregiving for a child with ASD. Many participants detailed situations
and feelings paralleled and echoed by other participants within the multi-layered interviews and
photo-solicited components of this study. The researcher compiled and analyzed the
phenomenon within each layer of data to provide a collective view of the dyads’ experiences as
co-caregivers of elementary children with ASD. The resounding collection of themes constructed
the overall phenomenon of co-caregiving among mothers and MGMs of a child with ASD as
“support.”
The researcher, in the analyses across four layers of data, extracted themes from each
section to construct the overall phenomenon of “support.” The researcher synthesized the themes
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to construct the overall phenomenon (as seen in Figure 7) to answer the question: What are the
lived experiences of mothers and MGMs co-caregiving for an elementary aged child with ASD?
The discussion portion is divided into subsections to explain how the researcher arrived
at the overall phenomenon of co-caregiving, with an overarching theme of “support” as a
representation of individual and collective voices and experiences, as seen in Figure 7. This
figure shows the themes that emerged for each of the multi-layer interview process. Each circle
presented in Chapter 4 has been intertwined through the researcher’s lens to identify one key
word representing the phenomenon of “support.” Collectively, the themes synthesized by the
researcher reflect the phenomenon in the text box to the right of the image.

This image represents the phenomenon of cocaregiving between mothers and MGMs
caring for an elementary-aged child with
ASD. Within this study, the relationship
emerged as a dynamic, yet supportive
relationship, consisting of mutual respect in
their roles as co-caregiver

Figure 7:Representation of Construction of Phenomenon
Discussion of Findings
Corroboration with Earlier Research
From the systematic literature review, three main themes emerged aligned with the
research question in this study: MGM as a primary support system (Baranowski and
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Schilmoeller, 1999; Crettenden et al., 2018; Findler, 2000), research on overall support needs
(Baranowski and Schilmoeller, 1999; Findler, 2000), and mental health related impacts
(Crettenden et al., 2018; Findler, 2000; Heller et al., 2000). Primarily, the themes from the
current literature align with the results from this study, with new ideas emerging from these
mother-MGM dyads. A summary of the current literature and how the phenomenon identified in
this study aligns with and expands upon the current literature is described in the following
sections.
Maternal Grandmother as Primary Support System
Findler’s (2000) asked 90 mothers of children with Cerebral Palsy (n=47) and without
Spina Bifida (n=43) to rank the helpfulness of support providers. Interestingly, these mothers
ranked “the maternal grandmother…even ahead of the husband” (Findler, 2000, p. 378). Similar
to Findler’s (2000) finding, mothers in this study talked about their close relationship and
prominent place of the MGMs in their lives while raising a child with ASD. Within this study,
mothers addressed MGMs as “my partner,” “another parent,” and “best friend.”
Unlike the mother’s in Findler’s (2000) study, all mothers in this study were caring for
elementary-aged children with ASD expanding upon the literature of the importance of the
support MGMs provide in co-caregiving for this age group. The researcher did not ask families
to describe the functioning level or maladaptive behaviors of their child or grandchild with ASD.
However, obtaining this information in future studies related to co-caregiving could provide a
more complete and comprehensive view of the family structure.
An example of the influence of MGMs within this study was evident when Diane spoke
about her loving husband; she mentioned, “My husband has a hard time. He has a real hard time
just being dad sometimes.” She described the closeness she feels with her mother. She shared,
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“Actually, I probably talk to my mother more about anything and everything that I do. Anybody
else, including my husband.”
Diane shared she sometimes thinks about what would happen to the care of her daughter
in an emergency situation. She noted her mother would know immediately how to “take over,”
She said, “Even if I just got sick and had to go to the hospital, this evening, there will be not one
hiccup in what has to happen with Opal because my mother knows what therapy she has to go to
tomorrow, she knows what her schedule is like…”
Jessica expanded on this idea of the critical support role of her mother in her life. She
noted her husband, a police officer, is often on-duty or on-call. She and her mother “divide and
conquer” when it comes to serving as a co-caregiver. Jessica said, “…a lot of people just don't
even know that I have a husband, because…he’s a busy guy.” She continued, “Normally, it's me
and her [MGM] who, she is literally the other parent.”
When mothers talked about their husbands, they spoke fondly of them. However, the
obvious connection with MGMs was apparent. Findings from this study aligned with previous
research conducted by Findler (2000), as the level of “functional support” provided by MGMs
was “central” to the mothers. Combining this research with Findler’s work leads the field to
recognize the critical role of the MGM, regardless of disability status. The role of MGMs may
deserve more recognition by key stakeholders in the education and medical communities as
support systems and caregivers.
Research on Overall Support Needs
In Baranowski and Schilmoeller’s 1999 study of 105 mothers of children with
disabilities, these mothers referred to MGMs as being “someone to talk to, someone who
listened, and someone who encouraged the parent when childrearing was difficult" (p. 439).

97

Further, participants expressed the “types of assistance provided” by their mothers. Among the
types of assistance, participants expressed their mothers were “accepting,” “encouraging,” and
good to “go to for help or [to] talk to.”
Similar to Baranowski and Schilmoeller’s (1999) findings, mothers within this study
referred to their relationship with MGMs as “supportive,” “loving,” “nurturing,” “helpful,”
“safe,” “patient,” and “comfortable.” Further, mothers shared the types of assistance provided by
their mothers often included preparing the child(ren) for school, picking them up from school,
doing homework together, going on outings together, communicating with providers, “bouncing
ideas” off of each other, and “brainstorming” solutions to challenges.
Unlike the participants in Baranowski and Schilmoeller’s (1999) study, all mothers in this
study were parents of children with ASD. Further, this study included multiple unique aspects,
including the series of interviews with mother, MGM and with both as a dyad. The researcher
used photo-elicitation methods to gain a deeper understanding of the dyadic views of cocaregiving. The various perspectives displayed through interviews and photos illuminated
mothers’ views of the stress reduction they received due to the support of MGMs. This overall
support found in the current literature and further expanded upon in this study solidifies the need
to investigate how mothers without this support cope differently.
The images provided of co-caregiving from the photo-elicited component of this study
did guide the research and enriched the finding as aligned with Mayer’s (2005) Cognitive Theory
of Multimedia Learning. The researcher noted the power of the narration of the co-caregiving
pairs through their narration of the images presented. The researcher believes this component of
study is one that others should consider in trying to understand the phenomenon of families and
especially those who are co-caregiving. The images brought rich discussion and thought that may
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have been missed without this rich component of imagery for the co-givers and for enriching the
understanding of the researcher.
Mental Health Related Impacts
In a 2007 study of 50 mothers of children with Spina Bifida, and 43 mothers of children
without special needs, all mothers noted grandparent support was “associated with frequency of
contact and…residential proximity” (Cate at al., 2007, p. 145). Support provided by grandparents
included their emotional contributions, leading to decreases in parental stress. A unique finding
of the dyads interviewed in this study was MGMs lived in close proximity to their daughters.
This closeness in proximity could be one of the reasons these dyads voluntarily participated in
this the study as they were able to serve in a role of co-caregiving. Three dyads lived with their
caregiving counterpart, in the same home. Two dyads lived across the street from each other, and
the remaining three lived within seven miles of each other. Mothers within this study viewed
MGMs as highly supportive, which aligns with Cate and colleagues (20017) findings that
grandparent support was associated with frequency of contact and residential proximity.
The researcher recognized that when mothers discussed the short distance to their
mothers’ homes, they expressed a sense of relief and support – a sense of positive mental health.
When mothers and MGMs live close to one another, they may form a deeper relationship as cocaregivers. The perceptions of mothers and MGMs who did not live near each other, or did not
have a close relationship could be an interesting future research study, which could produce
different outcomes.
Crettenden and colleagues (2018) surveyed 72 mothers of children under the age of eight
with disabilities and included questions about the mother’s perceptions of psychological support
provided by their child’s grandparents. Mothers within the study self-reported their relationships
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to be “very close” to their own mothers. Maternal grandmothers “had the highest frequency of
face-to-face contact, as well as providing the most practical and emotional support and having
the closest relationships with mothers” (Crettenden et al., 2018, p. 43).
Similar to Crettenden and colleagues’ (2018) study, mothers within this study described
the “comfort” and “support” they felt as co-caregivers with their MGMs in meeting the needs of
their child with ASD. Mothers described their closeness using words such as “reliance,” “trust,’
and “security.” When describing the co-caregiving relationship with her mother, Elena said,
“she's like a good place for him mentally, emotionally, physically.” She shared that when her
mother cares for her daughter with ASD, she feels “safe,” knowing she is loved and cared for in
a supportive manner. This sentiment was not unique to this one dyad but reappeared across
interviews with other mothers. Mothers expressed deep feelings of comfort from their mothers,
indicating the critical role MGMs play as support systems. While this study investigated the
lived experiences of mothers and MGMs of children with ASD, little is known about the
relationship between co-caregiving of mothers and MGMs of neurotypical children. As such,
future research regarding the dynamic role of MGMs needs to continue to be investigated across
types of neurodiversity inclusive of children with ASD.
The two themes which arose in this study based on mothers’ shared experiences were:
need for respite provided by MGMs and reduction in stress due to MGM’s support. These two
themes center around mental health and the relief provided by MGMs. Seventy-five percent of
mothers spoke about the “respite” their mothers provided, allowing them to engage in self-care
and other daily activities. Due to the responsibilities of having a child with ASD, they would not
otherwise be able to accomplish these tasks. All eight mothers reported an overall reduction in
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their levels of stress due to the support received from MGMs. Results from this study corroborate
with findings from studies in the current literature.
Based on the benefits shared by mothers within this study, the researcher encourages
mothers of children with ASD to consider co-caregiving with MGMs to increase their comfort
level, mental health, and their support network. Education and medical professionals should
consider how co-caregivers, such as MGMs, could be further integrated into IEPs or medical
plans. Future research should continue to investigate the dynamic roles of MGMs as cocaregivers for children with ASD.
Study Limitations
This dissertation was completed during the COVID-19 global pandemic. Therefore, the
study was conducted virtually to ensure safety of the researcher and the participants. A
possibility exists that participants’ responses and comfort levels in a digital format differed from
their responses and comfort level in a face-to-face setting. Additional limitations of this study
include lack of generalizability due to selection bias, homogeneity of sample, and researcher
bias.
The participants were recruited through convenience sampling, from specific Facebook
groups, flyers sent via email, and through word of mouth. Much of the recruitment was
conducted through the internet. Therefore, potential participants without access to technology
may have been excluded.
Further, all dyads volunteered to participate in this study. Mothers and MGMs both
consented to participate, and interestingly, they all lived within close proximity to each other. No
compensation was provided, and participants dedicated their time to a series of interviews and
data reviews. Additionally, mothers and MGMs had to meet inclusion criteria, which required
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dyads to confirm they both spent over 10 hours weekly caring for a child with ASD. Potential
dyads may have decided against participation in this study if they were unable to dedicate the
time to this study or did not meet the criteria for the 10-hour minimum weekly co-caregiving
requirement. Examining various patterns and types of co-caregiving roles could have produced
different outcomes.
The researcher required participating dyads to be co-caregivers to an elementary-aged
child with ASD. While the researcher originally defined “elementary-aged” as children 5-12
enrolled in daycare or school-based programs, the researcher was flexible with the age bracket to
recruit a sufficient number of dyads during a pandemic. The participants spoke about their
children with ASD. Of the nine children discussed, three of the children were four-years-old, one
was five-years-old, two were six-years-old, one was seven-years-old, one was eight-years-old,
and one was eleven-years-old. Therefore, the ages of children whose mothers and MGMs
provided co-caregiving ranged from ages 4-11. The experiences of a more homogenous age
group or expanding the age of participants could elicit additional information as the current age
span is a limitation of this study.
Of the nine children discussed in this study, five were males and four were females. This
ratio is a limitation as the group sample does not reflect the current proportion of children with
ASD. The current data shows Autism is four times more prevalent in males than females (Zhang
et al., 2020).
The researcher did not ask parents to describe their child’s support needs or ability levels.
It is possible that participants’ experiences may have differed based on the gender, age, or
functioning level of their child. This omission is a limitation, as it is likely not representative of
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the population of elementary-aged children with ASD, and therefore impacts the generalizability
of the study.
Creswell (2013) expressed the potential limitation of “interviewer influence.” In
qualitative research and collection of interviews, the researcher often takes the position of
“researcher-as-instrument,” which refers to the role of the researcher as an active respondent
(Hammersley & Atkinson, 1995). Because of this multifaceted role, researcher bias could have
influenced data collection, data analyses, and reliability of the findings.
The researcher utilized Dedoose to organize and code the data by choosing specific
portions of the interviews to create overall themes. The researcher recognizes the limitation of
using software such as Dedoose, as the process of selecting excerpts, analyzing the text, and
coding the data may be biased.
Additionally, the way questions were phrased within the interview protocol may have
impacted participants’ responses and overall formation of themes. The researcher intentionally
used open-ended questions with the goal of minimizing participant’s reactivity. However, the
researcher used words or phrases such as positive, stress, or challenges with behavior, which
could have impacted the participants’ statements and the overall phenomenon that emerged.
Lastly, the researcher did not ask participants questions regarding their income,
education, or socioeconomic status. Further, the researcher did not ask participants to share their
gender or race until the final interviews. Therefore, the study was not designed with the sample
to be representative of the population nor does the possibility exist in determining the overall
comparison to the general population of mothers and MGMs co-caregiving for elementary
children with ASD. Therefore, the findings in this study cannot be generalized beyond the data
and description of the families provided in this study.
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Implications
The goal of this study was to determine the lived experiences of mothers and MGMs cocaregiving for an elementary-aged child with ASD. The researcher conducted a multi-layered
study, leading to the overall phenomenon of “support,” among co-caregivers. The primary
implications to the field of special education aligned with the phenomenon are provided.
Implications for Mothers and Maternal Grandmothers
The mothers and MGMs who participated in this study shared their unique experiences as
co-caregivers. Several participants wanted to learn more about the other families who
participated in this study. The desire for connections was obvious. Due to privacy protections,
the researcher did not connect the families to one another, but the researcher is hopeful
participants will find comfort in recognizing the commonalities they share with other cocaregiving dyads. Further, the researcher proposes the creation of mother and MGM support
groups to connect families experiencing similar situations within and across various categories of
children with and without disabilities.
The researcher hopes the results of this study encourage mothers and MGMs to openly
discuss their perspectives and opinions with one another, as they did within these interviews.
After one of the dyadic interviews, a mother informed the researcher she felt the session was a
“therapeutic” space where she and her mother openly shared their views. She shared having a
non-biased party (the researcher) inquire about the differences in opinions between mothers and
MGMs was helpful. Although the mothers within this study lived near each other, some decided
to video chat from their respective homes. If mothers and MGMs do not live close to each other,
h online video platforms or video chat could prove helpful in providing support.
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Implications for the Field of Exceptional Student Education
Of the 16 participating mothers and MGMs, 16 (100%) mentioned “school,” “teacher,” or
“homework” at least once during the study. Within this general (Hill et al., 1997) finding, some
participants vocalized their satisfaction with their child’s teachers and school, saying their child’s
teacher was “wonderful,” or “the best environment.” Others described “underprepared,
overwhelmed school[s]”, situations in school that left their child “traumatized,” and schools that
“failed” their child. Overall, their responses were varied. Regardless of the participants’ views of
their child’s academic placement, six of the eight (75%) participating MGMs mentioned the role
they play in either preparing their grandchild for school, picking the child up from school if they
were sick, picking them up after school, helping with homework, or practicing school-readiness
skills. This typical (Hill et al., 1997) finding indicated the frequent involvement of MGMs within
their grandchildren’s academic lives.
Interestingly, the two MGMs who did not mention their direct role in tasks surrounding
their grandchild’s schooling expressed their opinions regarding the academic services their
grandchild received. These two MGMs spoke to the children’s mothers as they described their
thoughts regarding their grandchild’s schooling. The MGMs were clear in vocalizing their
opinions, while the mothers listened intently.
Based on the discussions the researcher had with the participants, mothers and MGMs
discussed the academic needs of their child or grandchild with each other. Mothers and MGMs
did not independently navigate this important part of their child’s educational development.
Findings from this study illuminate the paramount role of MGMs as co-caregivers to mothers of
children with ASD.
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The implications from the analysis of these voices provides evidence for the field of
education to consider additional ways to include co-caregivers within a student’s life. For
instance, schools could choose to expand Parent-Teacher Associations to include MGMs and
other co-caregivers. Further, schools should consider inviting MGMs and other co-caregivers to
parent-teacher meetings, to ensure consistency and clear expectations (Sevin et al., 2015).
According to the Council for Exceptional Children (CEC, 2020), special education teachers have
the ethical responsibility to “develop relationships with families and individuals with
exceptionalities in educational decision making (CEC, 2015, para. 1).” Whether a grandmother
engages in a child’s care before school, during school, or after school, the co-caregiver should be
included within the child’s educational plans.
The CEC’s Special Education Standards for Professional Practice include an entire
section entitled “Parents and Families,” and the responsibility of special education professionals
to engage in seven standards when working with parents and families of children with special
needs. Three of the seven standards include the obligation to “maintain communications” with
parents and families that is “respectful and accurately understood,” “promote opportunities for
parent education,” and “seek out and use the knowledge of parents…and empower them as
partners in the educational process” (CEC, 2015, para. 2).
While CEC’s standards are well-intended, the mention of caregivers other than “parents”
is sparse. The researcher believes organizations such as CEC, the PTA, and all educational
organizations should expand their definition of caregivers to specifically include MGMs and
other grandparents serving as co-caregivers. The CEC (2015) standards mention “promoting
opportunities for parent education,” but do not address opportunities for education of cocaregivers such as MGMs. The standards also refer to using “the knowledge of parents” and
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“empower them as partners in the educational process.” The researcher suggests organizations,
like the CEC, expand their statements and policies to include co-caregivers in defining the family
unit.
From this study, MGMs clearly serve an important role as a support system to mothers of
elementary-aged children with ASD. The partnership between mothers and MGMs co-caregiving
was evident. More research is needed regarding ways to extend these communications and
opportunities to co-caregivers.
Implications for the Community at Large
A recurring topic of conversation was the shift after receiving a diagnosis of ASD. Some
participants said they were “surprised” with the diagnosis, while others said the doctor confirmed
“what we kind of already knew.” Of the nine children discussed in the study, one was diagnosed
with ASD at age one, two at age two, one at three years of age, three at age four, one at age five,
and one at six-years-old. Of the four children diagnosed before age three, all were males. These
data align with current trends in diagnoses. Autism is four times more prevalent in males than
females (Zhang et al., 2020); while females with autism often are diagnosed later than males
(Zener, 2019). Early intervention and diagnosis is critical to ensuring the family is able to
navigate the best path to support their child or grandchild with ASD.
Early Intervention (EI) is key to support children with ASD in acquisition of skills from
birth through age three (Lane et al., 2016; Landa, 2018). Compliant to IDEA, EI programs are
available in every state and territory within the United States (IDEA, Part C). Of the nine
children discussed in this study, eight (89%) received Early Intervention Services. Several
MGMs shared they brought their grandchild to and from therapies and interventions. Current
research focuses on the benefits of parent involvement within EI (Pellechia et al., 2020). All
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MGMs played an active role in their grandchild’s life. Research on the contributions of MGMs,
aligned with EI services is needed. Educators also need to continue learning how to identify early
symptoms of ASD in order to guide the family (including co-caregivers) through the process to
receive support services.
The MGMs who participated in this study were all involved in the child’s care since
infancy. Therefore, all MGMs were present during the diagnostic process. One mother shared her
mother and family noticed her son was displaying characteristics of ASD before she did. She
shared, “I was an only child, so I never really saw anybody else grow up to know it was
abnormal.” Other grandmothers mentioned their reluctance to trust providers’ diagnoses. Even
after the diagnosis, one MGM shared, “I wasn't convinced so much, until time progressed.” A
different MGM spoke about medical and service providers sharing they only see the child for a
small amount of time. She said, “not everybody sees your child 24/7 like we do, and so they see
a snapshot and when they see that snapshot that's what they're basing their opinion on.” She
continued, “…it feels like we get lost in the weeds with all the medical terminology.”
As presented within this study, the role of MGMs in co-caregiving for a child with ASD
was and continues to be significant. Medical providers and educational diagnosticians need to
consider including co-caregivers, such as MGMs, within plans for continuity of care. Further,
medical providers and educators need to communicate with families (including all key
stakeholder) to learn more about the whole child from the perspective of other critical cocaregivers. Within this study, MGMs, as co-caregivers, spent a significant amount of time caring
for their grandchild with ASD. As such, MGMs should be included in understanding the
diagnosis and accompanying medical or educational plan of care, as they may be the ones
carrying out these plans. Medical providers and educational personnel should consider how to
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engage the perspective of MGMs serving as co-caregivers to better inform diagnosis, plan of
care, and most importantly, outcomes.
The researcher believes including MGMs as co-caregivers within the diagnostic process
could benefit medical and education personnel, as well as the family unit. Additional input from
MGMs as co-caregivers could be added to screening checklists and interviews to provide a
clearer understanding of the whole child. When medical providers and educational personnel
offer high quality family-centered care, they honor the individuality of each family.
Considerations for Future Research
The purpose of the study was to learn about the lived experiences of mothers and MGMs
co-caregiving for a child with ASD. The researcher conducted an extensive, multi-layered
interview process to determine the overall phenomenon experienced by mothers and MGMs
serving as co-caregivers. The collective experiences and themes shared by mothers and MGMs
lead the researcher to determine the phenomenon of “support,” which existed between mothers
and MGMs as co-caregivers within this study.
Research to Practice
The research question was, “What are the lived experiences of mothers and MGMs cocaregiving for a child with ASD”? The participants in this study were all mothers or MGMs.
Therefore, the researcher excluded fathers, paternal grandmothers, paternal grandfathers, and
even other critical co-caregivers such as neighbors, friends, aunts, uncles, cousins, or other
community members (e.g., religious entities, sports teams). Additional research on the dynamic
caregiving roles of a variety of individuals involved in the lives of raising children with
disabilities is needed to understand the roles of various co-caregivers. In general, a better
understanding is needed of the various types of co-caregiving that exists in the lives of children
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with disabilities, especially those students with potentially more complex learning and behavioral
needs. Further research also is warranted to determine if findings differ for mothers and MGMs
serving as co-caregivers for children without a diagnosis of ASD.
The researcher suggests the following considerations for future research for professionals
involved in working with parents of children with disabilities.
1. When working with mother and MGM co-caregiving dyads, professionals should have
the mother explicitly share what she needs from the MGM. Then, MGMs should be given
the opportunity to respond and describe if these needs or expectations are realistic and
feasible. This cooperative conversation should be built on the desire of both mother and
MGM to work together and should include considerations such as distance between their
homes, other obligations, and any unique aspects of their relationship.
2. Mothers and MGMs should be given access to a therapeutic space (such as a workshop
facilitated by counselors or therapists) to express their individual vision for their child
and grandchild’s future as a way to compare and contrast how their collective vision
aligns or differs. In addition to deepening the connection between mothers and MGMs,
the purpose of this opportunity would be to ensure the vision aligns with other family
members (e.g., dad, grandfather) and to potentially connect families experiencing similar
co-caregiving roles.
3. Pre-diagnosis, medical providers, and diagnosticians should ensure co-caregivers are
offered the opportunity to complete checklists or questionnaires typically given to
parents. Providers should encourage completion of checklists or questionnaires by cocaregivers for equal presence of their voices. Professionals also should ensure all key
stakeholders involved in a child’s life are included in therapies, medical appointments,
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and educational meetings as appropriate. The idea of expanding the vision of caregiving
for children with disabilities should extend beyond a single or two parent-mindset and be
inclusive of all key stakeholders, such as the MGM participants interviewed in this study.
4. Comorbid medical, academic, and behavioral diagnoses commonly occur alongside ASD,
often complicating support, and care plans (Miranda et al., 2015; Sim et al., 2018; Tye et
al., 2019). The field should improve educational outreach to provide mothers and MGMs
(and other caregivers) with information regarding the impact and complexity of comorbid
diagnoses.
5. Children with ASD benefit from consistency of routines and expectations (Sevin et al.,
2015). Mothers and MGMs should ensure clear communication by listening to each
other’s thoughts and concerns, learning about their child or grandchild’s needs based on
their behaviors and expressions, and ensuring consistency across all settings and
caregivers. Parents, grandparents, educators, tutors, babysitters, and all who are involved
in the support of an elementary-aged child with ASD need to engage in clear
communication with consistent expectations.
Conclusion
The main question answered in this study was, “What are the lived experiences of
mothers and MGMs co-caregiving for an elementary-aged child with ASD?” The researcher
conducted a series of semi-structured interviews with eight mother/MGM dyads (n=16). The
researcher organized and analyzed the data to extract common themes, leading to a description of
the overall phenomenon. The overall phenomenon that emerged was that the lived experiences
between mothers and MGMS was a dynamic, and yet, supportive relationship consisting of
mutual respect as they engaged in co-caregiving of an elementary-aged child with ASD.
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According to IDEA (2004), “The term parent is used to refer to a natural or adoptive
parent, an individual acting in place of a natural or adoptive parent (such as a grandparent), a
foster parent, a guardian, or a surrogate parent.” The researcher believes the inclusion of
grandparents within the definition is a great start. However, grandparents should not need to “act
in place” of the child’s parent. Rather, the researcher believes this definition needs to be
expanded upon to include co-caregivers. As illuminated by this study, MGMs played a critical
role in supporting their daughters, caring for child(ren) with ASD. Expanding the definition of
“parent” to include co-caregivers could strengthen the support system for children with ASD and
their families. The researcher believes a need exists for funding of additional research to
determine how other co-caregivers also support the family unit. Maternal grandmothers are an
untapped resource with the ability to support mothers of children with ASD, and potentially the
overall family unit and community as a whole.
This phenomenon aligns with previous literature addressing the importance of
grandparents as support systems for mothers of children with special needs (Baranowksi &
Schilmoeller, 1999; Crettenden et al., 2018; Findler, 2000; Heller et al., 2000). The themes that
emerged from this study further expand the literature. To date, the researcher has not located
other studies that view the co-caregiving relationship between mothers and MGMs of children
with ASD. Studies referenced during the literature review did not include the dual perspectives
of mother and grandparent, let alone MGM. This study is unique and addresses the phenomenon
of the “support” provided to mothers when the MGMs served as co-caregiver. Further, the
researcher, through the multi-layered interviews, illustrated the support and synchronization that
exists between mothers and MGM dyads co-caregiving for a child with ASD. Mothers openly
expressed their “need” for support and respite provided by MGMs, while MGMs indicated their

112

willingness to help, to follow their daughter’s lead, and to adjust their grandparenting styles.
Overall, dyads expressed a change in relationships following the initial diagnosis of ASD. The
mother and MGMs discussed differences in addressing their child or grandchild’s challenging
behaviors, but shared mutual respect and alignment of their shared vision for their child or
grandchild’s future.
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Script for Meeting:
Thank you so much for taking the time to meet with me. I would like to introduce myself; my
name is Chelsea. My pronouns are she/her. I am a doctoral candidate at the University of Central
Florida, working on my Ph.D. degree in special education. I excited to learn from you as I am
passionate about supporting parents and families of children with ASD.
Today, we are going to meet for about 20 minutes to talk about my dissertation research, the
scope of my project, and to see if you are interested in participating in the study. If you have any
questions at all, please do not hesitate to stop me at any time and ask questions.
The purpose of this study is to gain a deeper understanding of the individual and collective
experiences of mothers and maternal grandmothers sharing caregiver responsibilities for a child
with autism spectrum disorder (ASD). To participate in this study, both people (mother and
maternal grandmother) must consent to be interviewed. If either the mother or maternal
grandmother does not agree, the two individuals, I refer to them as a dyad, will not be included
in the study.
First, I want to be sure that you are eligible for the study. So, I am going to ask you a series of
questions. Please respond with yes or no, and feel free to ask for additional clarification.
•
•
•
•
•

Does your counterpart (mother/daughter) want to participate in this study as well?
o If yes, move on. If no, stop.
Are you 18 or older?
o If yes, move on. If no, stop.
Do you identify as either a mother or maternal grandmother of a child with ASD?
o If yes, move on. If no, stop.
Do you spend at least 10 waking hours on average weekly, caring for an elementary-aged
child with a diagnosis of ASD?
o If yes, move on. If no, stop.
Does your child either have a medical diagnosis of “ASD,” a previous diagnosis of
“Aspergers,” from a physician or medical provider, or academic eligibility of ASD, as
notated on their Individualized Education Program (IEP).
o If yes, move on. If no, stop.

If any “no” responses: Thank you for answering those questions. I am looking specifically for
families who meet the eligibility based on a specific set of criteria. Based on your responses, it
sounds like at this time you do not fit the study purpose. I do, however, really appreciate your
time, and I hope we may be able to collaborate in the future.
If all “yes” responses: Thank you for answering those questions. Now, I am going to give you a
summary of the procedures for this study. Feel free to stop and ask questions at any point in time.
The study will consist of 3 interviews; (1) The first with you, (2) the second interview with your
counterpart (mother or daughter), and (3) the third with both of you (dyad). Each of these 3
interviews will take place through Zoom and will likely last about an hour to an hour and a half
total. The purpose of these interviews is to learn from you about your experiences to provide
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information to help teachers, parents, and others in the field about the role of mothers and
grandmothers.
The total time commitment for this study will be approximately four hours including this session,
spread over multiple sessions. The breakdown of this time is as follows: This orientation session,
two 60-90 minute interviews, and about one hour (optional) to review your transcripts and
findings from the study at your convenience.
Before we meet next, I would like to ask you to take and share two photos. The first photo will
represent your relationship with your counterpart (mother or daughter), and the second photo will
represent your experience caring for a child with ASD. You are encouraged to be as creative as
possible in your picture selection. The only parameters are that the photo cannot have any
identifiable facial features. If they do, please ensure the facial features are blurred. Please send
me these pictures before our first session. I will have your picture on the screen during our Zoom
interview, so we can chat about the images you selected.
The last part of this study has to do with something called “member checking,” which is where
you will be provided with a transcript of your interviews. At that point in time, you will be asked
to review the transcripts and confirm they are accurate. You will be able to rescind or further
clarify any portions you do not feel comfortable with sharing. After the researcher reviews all
interviews and analyzes the data, she will send a one-page document of findings to you. After
reviewing the one-pager and providing feedback, your participation in this study will be
complete.
Between now and the next time we talk, I would like to ask for you to share the best way to
contact you in the future. Is that through phone or email?
•

Do you happen to have an email address?
o If yes, move on.
o If no, say:
▪ “I have some documents to share with you. I can send them to you in the
mail. Is that OK with you?”
▪ I will be mailing you a form called “Explanation of Research” after we
chat. This form has all the details and logistics for you to review regarding
this study. Let me show you what it looks like, so you can keep an eye out
for it in your mailbox *Displays Explanation of Research form on Zoom*.

After we finish talking today, I will be sending you a form called “Explanation of Research”
after we chat. This form has all the details and logistics for you to review regarding this study.
Let me show you what it looks like, so you can keep an eye out for it in your inbox *Displays
Explanation of Research form on Zoom*. Once I receive your consent, we can move forward
with scheduling the interviews.
At this point in time, do you have any thoughts or questions? Thank you so much for your time. I
am excited to learn more about your experiences.
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Title of Project: Examining the Lived Experiences of Mothers and Maternal Grandmothers Co-Caregiving for a
Child with ASD: A Phenomenological Study
Principal Investigator: Chelsea Pierce
Faculty Supervisor: Dr. Lisa A. Dieker
You are being invited to take part in a research study. Whether you take part is up to you. Only dyads
(groups of one mother and one maternal grandmother) will be recruited for this study.
The purpose of this research is to understand the individual and collective lived experiences of mothers
and maternal grandmothers sharing caregiver responsibilities for a child with Autism Spectrum Disorder
(ASD).
You will need access to a computer, as all portions of this interview will be conducted virtually. You are
being asked to take two photos and participate in two interviews. The first interview will be conducted with
just you and the researcher. The second interview will be conducted with you, your mother/daughter, and
the researcher. Prior to the next meeting, you will be asked to take find two photos. The first photo will be
representative of your relationship with your child/grandchild, and the second photo will be representative
of your relationship with your mother/daughter.
The total time commitment for this study will be approximately four hours, spread over multiple sessions.
The breakdown of this time is as follows: Two 60-90 minute interviews and about one hour (optional) to
review the results from the study at your convenience.
You will be audio and video recorded during this study. If you do not want to be recorded, you will not be
able to participate in the study. Discuss this with the researcher if you decide you do not want to be
recorded. If you are recorded, the recording will be kept in a locked, safe place.
Both interviews will be recorded through the Zoom virtual platform. Only the researcher and research
assistants will be able to access the Zoom recordings and photos Both, the recordings and photos will be
erased five years after the study ends.
To participate in this study, you must be 18 years of age or older. Additionally, you must identify as either
a mother or maternal grandmother, spending at least 10 waking hours on average weekly, caring for an
elementary-aged child with a diagnosis of ASD. Finally, both parties (mother and maternal grandmother)
must collectively agree to be interviewed to participate.
Study contact for questions about the study or to report a problem: If you have questions, concerns,
or complaints please contact Chelsea Pierce, Doctoral Candidate, Exceptional Student Education, College
of Community Innovation and Education, (954) 557-9945 or Dr. Lisa Dieker, Faculty Supervisor, College of
Community Innovation and Education by email at Lisa.Dieker@ucf.edu
IRB contact about your rights in this study or to report a complaint: If you have questions about your
rights as a research participant, or have concerns about the conduct of this study, please contact Institutional
Review Board (IRB), University of Central Florida, Office of Research, 12201 Research Parkway, Suite 501,
Orlando, FL 32826-3246 or by telephone at (407) 823-2901, or email irb@ucf.edu.
Please read and sign below, according to your level of comfort. If you have any questions or need
clarification, please contact me via email at Chelsea.pierce@ucf.edu, or by phone at (954)557-9945.
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Audio/Video Recording
Please select one of the choices below to indicate your preference
 I consent to having my interviews audio and video recorded for purposes
of this study.
 I DO NOT consent to having my interviews audio and video recorded for
purposes of this study.
Signature
Date
Overall consent
Please select one of the choices below to indicate your preference
 I consent to participating in this study. By signing this form, I confirm that I
have read, understand, and agree to the topics detailed within the
Explanation of Research form.
 I DO NOT consent to participating in this study.
Signature
Date

Sharing of Images
Please select one or more choices below to indicate your preference
I consent to:






Virtually sharing images with the researcher for her viewing only.
Virtually sharing images with the researcher to be used within her dissertation presentation.
Virtually sharing images with the researcher to be used within her published dissertation.
Virtually sharing images with the researcher to be used for future publications.
I do not consent to sharing my photos for any purposes.

Signature
Date

121

APPENDIX D:
EMAIL TO PARTNERS

122

Dear _____,
My name is Chelsea, and I am getting my doctoral degree at the University of Central Florida in
Exceptional Student Education. My passion is supporting parents and families of children with
exceptional needs.
I am working on my dissertation, and I am currently recruiting mother and maternal grandmother
pairs interested in sharing their experiences about caring for an elementary-aged child with
Autism Spectrum Disorder.
As you work closely with this population, I wondered if you may be able to pass along my flyer
to parents and families within your organization. If you have any questions, please feel free to
call or email me. I look forward to hearing from you at your earliest convenience.
Sincerely,
Chelsea Pierce (Chelsea.Pierce@ucf.edu)
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Appendix E: Interview Protocol (Mother Questions)

Script: Thank you for taking the time to speak with me today. I am Chelsea. My pronouns are
she/her. I am excited to learn more about you and your family. This is a safe space, and I want
you to feel as comfortable as possible. If at any time you need a break, let me know. Before we
start, do you have any questions for me?
• Yes – answer the questions
• No – continue to main interview questions
Interview Questions
Overarching Topic
Autism
Familial
dynamics/relationship

Caregiving

Behavioral Challenges

Interview Questions
1. When you think of autism,
what word(s) come to mind?
1. Tell me about yourself and
your family
2. When you think of the
relationship you have with
your mother, what word(s)
come to mind?
1. What have your roles and
responsibilities been as a
caregiver to your child?
2. What is the typical routine
with your child?
1. Have you experienced any
challenges with your child’s
behavior?

Stress

1. Have you experienced
stress related to raising a
child with ASD?

Triangles

1. Has your relationship with
your mother impacted how
you care for your child?
2. Think of a triangle with
you, your mother, and your
child as each corner of the
triangle. Describe what that
looks like- is there a certain
person who maintains most of
the control?

*Questions related to stress and
caregiving also fall under this topic
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Probing Questions

1. Describe your relationship
with your mother
2. Tell me about your
relationship with your child

1. Do others serve in a
caregiving role as well? If so,
describe their role(s).

1. Describe some of these
challenges.
2. What have been the most
effective ways to manage
these behaviors?
1. In what ways has this stress
impacted your life?
2. Do you feel the support of
your mother impacts your
stress level? If so, how?

Overarching Topic
Multigenerational
Transmission Process
*Questions related to stress and
caregiving also fall under this topic

Interview Questions
Probing Questions
1. What caregiving strategies
did you learn from your
mother that you use with your
child?
2. What caregiving strategies
or mindset did you learn from
your mother that you decided
to change, or not use with
your child?
3. Has there been any anxiety
passed on between
generations?

Script, Contd.
Now, let us look at the photo you shared of the relationship with your mother. Then, we can look
at the photo that is representative of your relationship with your child. Before we look at them
together, I just want to confirm that I have your consent to display your pictures here in the chat,
as well as to use it for the study. Is that ok with you?
• If yes, move forward.
• If no, do not continue with the photo portion.
Photo Sharing
Photo 1
Photo 2

Interview Questions
1. Why did you select this
photo?
1. Why did you select this
photo?

Probing Questions
1. What does this photo mean
to you?
1. What does this photo mean
to you?

Conclusion: Is there anything else you would like to share with me that we have not yet
discussed about your relationship with mother? About either of your photos?
I am excited to speak with you again during the interview with your mother on (DATE) at
(TIME). Thank you again for taking the time to meet with me.

126

APPENDIX F:
INTERVIEW PROTOCOL (MATERNAL GRANDMOTHER)

127

Interview Protocol (Maternal grandmother Questions)
Script: Thank you for taking the time to speak with me today. I am Chelsea. My pronouns are
she/her. I am excited to learn more about you and your family. This is a safe space, and I want
you to feel as comfortable as possible. If at any time you need a break, let me know. Before we
start, do you have any questions for me?
• Yes – answer the questions
• No – continue to main interview questions
Interview Questions
Overarching Topic
Autism
Familial
dynamics/relationship

Caregiving

Behavioral Challenges

Interview Questions
1. When you think of autism,
what word(s) come to mind?
1. Tell me about yourself and
your family
2. When you think of the
relationship you have with
your daughter, what word(s)
come to mind?

Probing Questions

1. What have your roles and
responsibilities been as a
caregiver to your grandchild?
2. What does your typical
routine look like with your
grandchild?
Have you experienced any
challenges with your
grandchild’s behavior?

1. Do others serve in a
caregiving role as well? If so,
describe their role(s).

Stress

1. Have you experienced
stress related to raising a
child with ASD?

Triangles

1. Think of a triangle with
you, your daughter, and your
child as each corner of the
triangle. Describe what that
looks like- is there a certain
person who maintains most of
the control?
1. What caregiving strategies
did you learn from your

Multigenerational
Transmission Process
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1. Describe your relationship
with your daughter
2. Tell me about your
relationship with your
grandchild

1. Describe some of these
challenges.
2. What have been the most
effective ways to manage
these behaviors?
1. In what ways has this stress
impacted your life?
2. Do you feel the support of
your daughter impacts your
stress level? If so, how?

Overarching Topic

Interview Questions
Probing Questions
mother that you use with your
daughter or grandchild?
2. What caregiving strategies
or mindset did you learn from
your mother that you decided
to change, or not use with
your daughter or grandchild?
3. Has there been any anxiety
passed on between
generations?

Script, Contd.
Now, let us look at the photo you shared of the relationship with your mother. Then, we can look
at the photo that is representative of your relationship with your child. Before we look at them
together, I just want to confirm that I have your consent to display your pictures here in the chat,
as well as to use it for the study. Is that ok with you?
• If yes, move forward.
• If no, do not continue with the photo portion.
Photo Sharing
Photo 1
Photo 2

Interview Questions
1. Why did you select this
photo?
1. Why did you select this
photo?

Probing Questions
1. What does this photo mean
to you?
1. What does this photo mean
to you?

Conclusion: Is there anything else you would like to share with me that we have not yet
discussed about your relationship with mother? About either of your photos?
I am excited to speak with you again during the interview with your mother on (DATE) at
(TIME). Thank you again for taking the time to meet with me.
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Interview Protocol (Dyad Questions)
**The researcher will review responses from the individual interviews to further shape the
questions asked during the dyadic interview.
Script: Thank you for taking the time to speak with me today. I am excited to learn more about
both of you and your family. This is a safe space and I want you both to be as comfortable as
possible. If at any time you need a break, let me know. Before we start, do you have any
questions for me?
• Yes – answer the questions
• No – continue to main interview questions
Overarching Topic
Autism

Familial
dynamics/relationship

Caregiving

Behavioral Challenges

Stress

Triangles

Interview Questions
Probing Questions
Share with me your collective
experiences as a dyad of
having a relationship with
each other around a child
with ASD.
How has being a caregiver for
a child with ASD impacted
your relationship positively?
How has it been challenging?
Other questions TBD based
on responses of individual
interviews
Do you see yourselves having
a shared vision for
caregiving? If so, how, and if
not, how do your views
differ? Other questions TBD
based on responses of
individual interviews
How do you collectively deal
with challenging behaviors?
Other questions TBD based
on responses of individual
interviews.
How do you perceive your
collective stress as caregivers
of a child with ASD? Other
questions TBD based on
responses of individual
interviews.
Do you see a balance in your
roles as caregivers, and if not,
why not? Other questions
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Overarching Topic

Multigenerational
Transmission Process

Conclusion

Interview Questions
TBD based on responses of
individual interviews.
What skills do you feel are
most important that have
been passed down across
generations that have helped
you the most in caring for a
child with ASD? Other
questions TBD based on
responses of individual
interviews.
Is there anything else you
would like to share with me
that we have not yet
discussed?

Probing Questions

Thank you again for taking the time to meet with me. Please know I will be sending an email
with the transcripts from our interviews. I ask you not to share them with anyone else, and I
would like for you to review the transcripts and confirm they are accurate. You will be able to
rescind or further clarify any portions you feel are inaccurate, or you would like to delete. After
your review, I will then send a one-page overview of the findings from this study for your input.
Feel free to call or email me at any time if you have any questions. Thank you so much again for
your time!
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Appendix H: Social Media Post

Hello wonderful families! My name is Chelsea, and I am getting my doctoral degree at
the University of Central Florida in Exceptional Student Education. My passion is
supporting parents and families of children with exceptional needs.
I am working on my dissertation, and I am currently recruiting mother and maternal
grandmother pairs interested in sharing their experiences about caring for an elementaryaged child with Autism Spectrum Disorder. If you are a mother or a grandmother, and
both of you are interested (mother and maternal grandmother) helping me learn from you,
I would appreciate you contacting me.
Your insights are valuable, and the purpose of this study is to illuminate your experiences
and voices. Please feel free to email me or direct message me if you or someone you
know might be interested in this research project.
Chelsea Pierce (Chelsea.Pierce@ucf.edu)
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Email Script:

Good Afternoon,
I hope this email finds you well. It was a pleasure speaking with you today regarding
participation in my dissertation study. As I mentioned, I have included the Explanation of
Research for you to review.
Please review and sign the attachment. Once I receive the returned documentation, we can move
forward with scheduling the interviews. If you have any questions, please feel free to email me
or call me.
Thank you again for your willingness to share your experiences with me.
Sincerely,
Chelsea Pierce
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